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General introduction 
This thesis focusses on the understanding of ethical issues in Participatory Health Research 
(PHR) and aims to contribute to the discussion and practice of ethical research in the field of 
PHR. The objective of this study is to collaboratively learn, understand and practice ethical 
participatory action research and enhance ethical reflection of academic researchers and co-
researchers. In this thesis I address two questions: ‘What does it mean to practice PHR in an 
ethical way?’ and ‘How can ethical PHR practice be strengthened?’ In this introductory 
chapter, I first sketch the development of participatory research in this field, describe the 
background of this study, namely a collaborative learning platform, focus on the existing 









The terms ‘patient participation’, ‘participatory action research’ (PAR) or ‘co-creation’ are 
umbrella terms for several kinds of ‘innovative’ collaboratively research methodologies that 
involve citizens, users, patients, and consumers to reach a collective effort. There is a range 
of collaborative approaches, each emerging from their own field of scientific literature, with 
founders in different parts of the world: participatory research, action research, community-
based practice, participatory health research, co-production, participatory arts-based 
research, citizen science, service user-involvement, amongst others (Vaughn & Jacquez, 
2020; Wallerstein, 2020). This thesis focuses on a specific approach of PAR in the field of 
healthcare and social well-being, namely Participatory Health Research (PHR). This 
subchapter describes the developments and definitions of patient participation, co-creation 
and PHR, and shows their rich history. 
 
User- or patient involvement 
Nowadays, patient (or user-) involvement in healthcare research is popular in many hospitals 
and research institutions across Western Europe and further. Some motivating factors 
increased the adaptation of patient involvement in the last decade. Firstly, debates on social 
research had a positive impact on the adoption of user- or patient involvement in (action) 
research. Secondly, researchers began to see user-involvement as a solution to common 
challenges in sampling, recruitment, participation, and retention of members of 
socioeconomically disadvantaged groups in health research (Bonevski et al., 2014). The 
group of ‘seldom heard’ or ‘hard-to-reach’ could be heard and reached in participatory 
research. Thirdly, digital technologies enable collection and processing of data accessible by 
‘lay’ or ‘citizen’ researchers, and the gathering of data on a large scale within a shorter 
period and at a much earlier stage than with traditional research methods. This is also 
referred to as ‘citizen science’. Fourthly, funds, and charity organizations for care research 
encourage the involvement of lay-people by introducing new requirements to funding 
applications. In sum, these trends increase the involvement of clients at a much earlier stage 
of the research, to tackle some of the multifaceted, relational focused challenges. From now, 
the term ‘patients’ or ‘clients’ is not used, but a broader term for people with lived 
experiences in vulnerable situations, namely ‘people with lived experiences’. 
 
Nowadays, people with lived experiences often do not have much influence or control over 
the research they are involved in. They are often involved in research, as Arnstein (1969), 
visualized on the participation ladder, at the level of informing, consulting and sometimes 
placation, see Figure 1. For example, the involved people are told about the research 
(informing), questioned in interviews or focus groups (consultation), and positioned on 
steering groups for certain moments in the research process (placation). In these settings 
academics are often the initiators, the ones who decide the topic of research and the ones 
who conduct it. More and more funding bodies and patient or social movements encourage 
9
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researchers to involve people with lived 
experiences in a broader sense. However, 
people often want to be involved in a way 
they have influence or control; not in a 
tokenistic way. As De Wit and colleagues 
(2015) write, these developments request: 
“the active involvement of patients in the 
design, implementation, interpretation and 
dissemination of scientific research.” (p.92) 
However, this focus on participation in which 
control is shared with people with lived 
experiences in all phases of the study 
(defining a research question and goal, data 
generation, analysis, social action) is not yet 
general practice. 
 
Academics use different arguments for the 
involvement of people with lived experiences  
in research: 1) a substantive argument: experiential knowledge is complementary to 
professional and scientific knowledge (Reason & Rowan, 1981), so missing out one of these 
three decreases the relevance of the research for those who benefit from care, 2) a 
normative argument: people with lived experiences have the right to have influence in the 
research that concerns their live, and have the right to have power in the process of 
research, and to have a ‘voice’ in research that concerns their lifeworld; and 3) an 
instrumental argument: support for the research, or to achieve a 'check mark' involvement 
as a condition for funding. Involvement for instrumental reasons only carries the risk of 
‘pseudo participation’, that is, people are involved in superficial and tokenistic ways. 
Systematic reviews regarding the use of patient involvement in medical research (Domecq, 
Prutsky & Elraiyah, 2014; Shippee et al, 2015) show that pseudo participation is more often 
the norm than the exception. Although client advocacy groups welcome involvement of 
people with lived experiences, I increasingly hear that people with lived experiences are 
disappointed in the way they are involved in research. As Teunissen (2014) noted in her 
dissertation, acting as "excuus Truus" (a Dutch saying for being used as a patient just to 
check a box for the funder), has no value for anyone. 
 
Nevertheless, in the Netherlands, most academics are not educated in the practice of 
involving people with lived experiences in research. There are only a few workshops that 
train researchers how to involve people in this way, and these tend to focus on practical 
knowledge and tips and tricks. Rather than draw on an established methodology, most  
 
 
Figure 1: Arnstein's Ladder with 
degrees of Citizen Participation 
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academics practice with an approach based on trial and error. As Brannelly (2018) states:  
 
What counts as participatory research is an issue. The argument that participatory research 
yields better-quality research h (Faulkner, 2004) is widely accepted, and the integration of 
experiential knowledge is accepted to the degree that social research funders require 
evidence that people with experience have been involved in the formulation of research 
projects. However, how this is achieved is variable. (…) With the growth in expectation of 
participation, there is the risk that researchers are unaware of potentially oppressive 
practices that re-enact marginalisation through tokenistic or under-informed involvement. 
(p.369) 
 
This means that academics are aware of the arguments for patient involvement, but tend 
not to take up the related challenge of re-thinking the methods they use to collaborate with 
people with lived experiences, or the ethical complications of this way of working. How to 
conduct ethical patient involvement is not a subject in most university curricula. Besides, it is 
not common knowledge that people with experiential knowledge are often disappointed by 
the collaboration in academic research when ownership is not shared (e.g. Høeg et al., 2019; 
Smits et al., 2020) 
 
Participatory research in the field of health and well-being 
Parallel to the increased involvement of people with lived experiences in academic research, 
participatory action research is also gaining prominence in the field of research in healthcare 
and well-being. PHR (ICPHR, 2013a) is an emancipatory approach of research. This is a 
paradigm in research that could be seen as a process of producing knowledge which will be 
of benefit to ‘oppressed people’. It has a political outcome, and therefore it has a normative 
orientation. The norm of the researchers in this paradigm, like in patient participation in 
research, is that people with lived experiences have the right to influence the research, to 
have power in the process of research, and to have a ‘voice’ in the research. Moreover, they 
have to benefit of the study by learning about themes they think are relevant. 
 
PHR is an approach within the field of participatory action research; a branch of 
(participatory) action research (Reason & Bradbury, 2001; Bradbury, 2015), that focused on 
the specific context of health and well-being. The field of healthcare has been slow to adopt 
this approach. As Abma and colleagues (2019) argue: health professionals have been trained 
historically in giving information and advice based on ‘real’ evidence, produced by methods 
such as Randomized Controlled Trials. Expert knowledge is the ‘truth’, and other forms of 
knowledge, like practical, experiential and presentational (Reason & Rowan, 1981) have less 
value. Besides, in healthcare there is a power asymmetry between professionals and people 
with lived experiences. This could influence the way collaboration in research is perceived. 
As Carel and Kidd (2014) state: the knowledge of people with experiential knowledge in 
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There is a growing body of literature about participatory research in the field of health and 
well-being (Abma et al., 2019; Banks & Brydon-Miller, 2019; Wallerstein, Duran, Oetzel & 
Minkler, 2017; Wright & Kongats, 2018). PHR involves those whose lives or work are linked 
to the topic of research in the full research cycle. The purpose of PHR is the creation of 
knowledge to bring about some form of change or action, while the process itself is seen as a 
continual cycle of learning, reflection, and action (Abma et al., 2019). As in all other action 
research approaches, elements of ‘participation,’ ‘flourishing through human agency’ and 
‘action’ (Bradbury, 2015) are embedded in the vision of PHR. Nevertheless, PHR specifically 
focuses on egalitarian partnerships (Abma et al., 2019). This means that all members in a 
team are considered co-researchers, including people with lived experiences, academic 
researchers, and professionals in the institutional environment in which the study takes 
place. They are all understood to bring different forms of knowledge, expertise and skills, 
and to collaborate in the partnership on an equal basis. 
 
The main difference between PHR and research that simply involves people with experiential 
knowledge in vulnerable situations in a study, is the power relations between the researcher 
and the people who collaborate with them. In PHR, a researcher does not conduct ‘research 
for’ but ‘research with’. In this type of approach, power is shared amongst those who work 
or live in the subject of the study. Partnership is stimulated in all stages of the research cycle. 
The particular ways in which collaboration is practiced depends on the people who are 
involved in the local context. Participation is adapted to their strengths, interests, and needs. 
There is no standard model, but a flexible approach designed to maximize involvement. 
 
As well providing a method of consultation, PHR includes a focus on creating positive change 
with and for the people involved in the process as collaborators. The intention is not for the 
external researcher to direct change, but to facilitate understanding and improvement by 
the people who live or work in the often complex situation of the study. People who 
participate as co-researchers gain a better understanding of the environments in which they 
live and work and, through this, are enabled to take collective action to improve these 
conditions. In summary, in contrast to a conventional preoccupation with expert knowledge, 
PHR focusses on social change and the empowerment of all involved.   
 
The development and history of participatory research  
Participatory research is currently popular, but not new. Since 1970s, different strands of 
participatory and action research flourished in different parts of the world (Abma et al., 
2019; Reason & Bradbury, 2008; Wright & Kongats, 2018). The common focus of all action 
research approaches is that research is a way to challenge dominant ways of knowledge 
production (Reason & Bradbury, 2008). In literature two historical traditions represent two 
distinct approaches at opposite ends of a continuum: a collaborative utilization-focused 
research with practical goals of system improvement, sometimes called the Northern 
tradition, and emancipatory research, which challenges the historical colonizing practices of 
12
Chapter 1
149044 Groot BNW..indd   12 26-01-2021   13:43
 
 
research and political domination of knowledge by the elites, often called the Southern 
tradition (Brown & Tandon, 1983; Wallerstein & Duran, 2008). These two types are based in 
different epistemologies: transformative and emancipatory. 
 
Firstly, the Northern tradition is based in a transformative paradigm, like action research 
(AR) (Reason & Bradbury, 2001; 2008), mostly focusing on organizational and system 
transformations. Kurt Lewin originated the term action research. This scholar rejected the 
positivist belief that researchers studied an objective world, and challenged the gap 
between theory and practice, by finding solutions for practical problems through a research 
cycle of planning, action and investigating the results of the action (Lewin, 1948/1997). The 
Northern tradition is often based in organizational change theory and embedded in business 
schools (Reason & Bradbury, 2001; Coghlan, 2019; McNiff, 2006) or schools for professionals 
in education and medical science (e.g. Van Lieshout, Jacobs & Cardiff, 2017).  
 
Secondly, the Southern tradition has a more normative orientation, and is based in 
emancipatory paradigms, like some forms of Community Based Participatory Research 
(CBPR) (Wallerstein, Duran, Oetzel & Minkler, 2017) and PHR. These strands are eager to 
produce knowledge that can be of benefit to people in vulnerable situation. These 
approaches often make use of critical theory such as feminist, disability, race and gender 
theory. With his publication, Pedagogy of the Oppressed (1970 [1968]), Paolo Freire is a 
prominent influence within this strand. As Wallerstein and Duran (2003) describe in their 
history of CPBR, Freire influenced the transformation of the research relationship from one 
in which communities were objects of study to one in which community members were 
active participants in the inquiry. 
 
In addition to the Southern tradition, social movements of the seventies, informed by 
discourses around feminism, HIV/aids, ecology, indigenous traditions, disability rights, and 
community development fueled the trend of involving ‘least heard’ sections of the 
populations as collaborators and participants. These movements are related to social, 
cultural, ecological, technological, and political trends. The movements pushed for specific 
changes in public policy for social justice. Examples of movements that are related to PHR 
are, for example, Disability Studies (Davis, 2016) and Mad Studies (Beresford & Russo, 2016; 
Faulkner, 2017; LeFrançois, Menzies & Reaume, 2013; Sweeney, Beresford, Faulkner, Nettle 
& Rose, 2009). 
 
The Dutch context of participatory research  
In the Netherlands, the tradition of PHR goes back to times of student revolts and 
democratic ideals that stimulated the inquiry into action research. In the seventies and 
eighties, a whole array of action research approaches was developed under various names 
such as decision-making or utilization-focused research (beslissingsgericht onderzoek in 
Dutch) and practice-based research (praktijkonderzoek in Dutch). All these approaches had 
13
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the aim to improve the practical impact and use of scientific research. A vocal group of 
scholars criticized some of these approaches for being positivist and managerialist in 
orientation, coining the term ‘handelingsonderzoek’ after the German term of Heinz Moser 
‘handlungsforschung’ (Boog, 2007). 
 
A large body of literature about participatory research in the Netherlands, and reflections 
about participation, comes from scholars affiliated with, or partners of, the department of 
Medical Humanities at VU University Medical Centre (2010-2019), now department of 
Ethics, Law and Medical Humanities, and before in the department of Health, Ethics & 
Society Maastricht University (2000-2010). Our tradition of PHR in the Netherlands is 
inspired by responsive evaluation (Abma & Stake, 2001; Abma & Widdershoven, 2006; Guba 
& Lincoln, 1989; Stake, 1975, 2004), in which multiple issues and concerns are studied in 
collaboration with various stakeholders as partners and co-researchers. During the first 
decade of the twenty-first century in particular, studies regarding research topics and 
priorities (Abma & Broerse 2010; Caron-Flinterman, 2005; Dedding, 2009; Elberse, 2012; 
Nierse & Abma, 2011; Schipper, 2012; Teunissen, 2014; de Wit, 2014) were popular. In these 
studies, an increasing repertoire of more innovative data collection methods is developed to 
engage study participants more actively in research, for instance as co-researchers (Bindels, 
et al., 2014; de Wit, et al., 2013). Most studies were still based on social constructivism. 
 
After 2010, PHR was gaining prominence in the Netherlands. It was generally acknowledged 
that the process and preconditions of research, the scope and the central theme of research 
were still too often defined by academic scholars. The definition of topics happened in 
negotiation with funding bodies, but mostly not with people with lived experiences in a 
serious role in which they had power to influence these decisions. Besides, the new 
generation of research was steered towards the inclusion of marginalized voices — the 
inclusion of people with experiential knowledge in vulnerable situations was done due to a 
normative argument. The researchers worked for social justice, equality, empowerment, and 
emancipation and worked from a critical stance. They were critical of the values embedded 
in and represented by society. A few Dutch examples of PHR studies, are: a study with 
Moroccan older people (Jacobs, 2010), with children about healthy living (Abma & Schrijver, 
2019), with people who live and work in psychiatric care (Abma, Voskes & Widdershoven, 
2017), with older people in a nursing home (Baur, 2012) and with female migrants in a 
neighborhood (Duijs, Baur & Abma, 2019). This thesis is written in the period of 2014-2020. 
In this period the Dutch academic knowledge base of PHR grew. The discussions presented 
in this thesis are inspired by and simultaneously build on the studies mentioned above.  
 
Collaborative learning platform  
In 2014 long-term PHR projects were rare in the Netherlands for a couple of reasons. Six 
years ago, charity foundations often did not call for proposals for participatory action 
research. There was, around 2015 only one call for proposals for studies with the maximum 
14
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period of four years. Other participatory projects were funded by municipalities or care 
organizations that did not have the funding for a long term study. Unfortunately, 
participatory studies are often depending on external funding opportunities, because 
investments in this type of research by private or non-profit organizations is not common 
(yet). Today, there are some exceptions and action research is hot in the Netherlands. 
Happily, some funders now even consider and organize programs of up to 10 years. 
 
In addition, most PHR studies in the Netherlands are not well integrated within the academic 
setting of the (medical) universities, due to frictions between different paradigms. Medical 
universities still have a strong focus on fundamental biomedical research. This development 
is also stimulated by the neo-liberal culture of universities (Gill, 2009). As Boden and 
colleagues (2015) state: 
 
It is hard to ignore that Western universities are increasingly colonized and organized by neo-
liberal schemes of administration, commoditization of research and teaching and command-
and-control management, and that this pushed them away from their potential to act as 
sources of community and citizen development and the promotion of a better and fairer 
society. (p. 289)  
 
Participatory action research could be conducted within universities around the world, but, 
as Boden and colleagues argue, the ways in which universities are run and administered 
means that many of its most promising possibilities remain unrealized. The rise of PHR is in 
community-based research, engaged scholarship and indigenous centered research, and 
takes place outside universities. There is not yet, as in many other countries, a growth of 
university-wide support structures for ‘engaged’ researchers in the Netherlands. Engaged 
scholars still often work alone in their department or organization, without much support. 
The is a need by these scholars for knowledge of, and exchange about, how to conduct PHR 
and collaborate in patient participation in a practical and ethical way.  
 
At the start of this thesis period, 2014, I started at the department of Medical Humanities at 
VU University Medical Centre. My supervisor Prof. Dr. Tineke Abma and I were searching for 
a way to conduct participatory research together with different stakeholders, structurally 
integrated in institutions in the field of healthcare and well-being. In our ideal world, 
participatory research processes and patient participation were integrated in the daily care 
of the institutions and in their quality policy, strategic planning, research and development, 
and governance. We were looking for a way to connect people who had a vision to achieve 
this mission, and to share experiences and connect with each other to stimulate and learn 
together. In a kind of platform, professionals and people with lived experiences who are 
eager to join us in our mission could share their difficulties and be inspired by each other 
and by examples from abroad. This subchapter introduces our attempts to organize a 
platform as introduced above. The process of organizing and facilitating a platform is the 
context of this study. 
15
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Centre of Client Experiences 
In 2015 a small group of people with a shared mission to improve the quality of care by PHR 
started the initiative of a learning platform. Initiators were Tineke Abma and I (Barbara) 
(based in academia), and Ad Warnar (director) and Márian Vink (researcher) of the client 
advocacy organization. We called the platform the Centre of Client Experiences (in Dutch 
Centrum voor Cliëntervaringen, CvC for short) (Centrum voor Cliëntervaringen, 2020) and we 
called members of the platform ‘partners’. All partners of the platform strived for change 
within their own context but felt alone in their mission. They often experienced resistance in 
their context and were looking for partners who shared their mission.  
 
Partners were embedded in different settings of the field of care and well-being; they 
worked in healthcare providing, municipalities, research funding, client advocacy 
organization or charity organizations and universities. Above all, a group of people with lived 
experiences were full partners in the CvC from the moment it was established, to name a 
few important partners: Mireille Buree, Annyk Haveman, Mia Hubert, Melanie Peterman and 
Ruud van Zuijlen, and important others. These people have on a daily basis lived experiences 
in vulnerable situations, and were eager to make a difference for themselves and others in a 
similar situation.  
 
The development of the CvC was based on the ethical principles of PHR: democratic 
participation, equality, respect, inclusion and mutual learning (ICPHR, 2013b). The CvC was a 
place in which we could learn about participation collaboratively and in dialogue with one 
another. By sharing stories, precarious experiences and reflecting on shared situations, the 
CvC offered a space to learn and develop competencies in participatory research. For five 
years, we met four times a year for ‘collaborative learning sessions.’ In these sessions, we 
developed a shared mission and vision, and established four key values that we all see as  
 
important for collaboration in the CvC. These are: 
- read me – be seen; recognition as a person,  
- respect – everybody could be themselves, 
- co-creation – together, learning, equality and reciprocity 
- partnership – egalitarian relations.  
 
Between 2014 and 2019, the CvC network grew to include 10 organizations as official 
community partners and 20 community co-researchers. I was involved in all the learning 
sessions, and most of the PHR sub-studies as first or second PHR researcher. These sub-
studies had different topics, and were delivered with specific social groups, such as older 
people, people with a psychiatric vulnerability, people who receive home care, children, 
people who receive a social benefit from the government, or mothers who raise their 
children in situations that make them vulnerable (see Table 3 in methodologly paragraph of 
16
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this introduction). The different co-researchers involved in the sub-studies were invited to 
take part in the learning sessions.  
 
CvC is underpinned by the concept of Community of Practice (CoP). This concept is coined by 
Wenger (1998). A CoP is a group of people who share a concern or a passion for something 
they do and learn how to do it better as they interact regularly. Wenger (2011) defines three 
crucial characteristics of a CoP: 1) the domain, 2) the community, and 3) the practice. Firstly, 
the domain is a shared interest, and all are committed to learning about that interest. 
Secondly, in the community, members engage in joint activities and discussions, help each 
other, and share information to pursue their shared interest. They build relationships that 
enable them to learn from each other, and they care about each other. Finally, members 
share a practice: they collaborate to develop resources based on experiences and stories, 
addressing recurring problems. Developing these resources takes time and sustained 
interaction. Most CoP’s that are known in literature consist of groups of professionals, that 
work in a professional role (no volunteers). In the CvC we combined professionals and 
volunteers in one CoP, which is new and experimental. In this development we also used the 
ethical principles of ICPHR (2013b) as a basis; with a focus on democratic participation and 
inclusion. 
 
Partners of the CvC all share the interest in PHR, patient participation, and co-creation. 
Besides this, all were eager to share experiences from their personal context. The new 
partners embraced the vision and mission of the initiating partners. In pursuing their shared 
interest, partners engaged in the research activities, actively learned together in quarterly 
collaborative learning sessions, helped each other if necessary, and shared insights open 
access on the website. In the CvC, we developed resources by participatory arts-based 
inquiry. We used creative assignments in the learning process (see Visual 1), such as making 
poetry, theatre and working with creative materials. We learned from each other in 
relationship, by dialogue and we cared about each other. 
 
In 2014 we became aware of two CoP’s supported by the ICPHR, who work from an 
emancipatory paradigm together with people who have lived experiences in vulnerable 
situations. In these examples, researchers and community partners employ the principles of 
PHR at a local level, namely a long-term research project PartKomPlus (Berlin, Germany) and 
the Centre for Social Justice and Community Action, a research center at Durham University, 
England. These networks or centers involve academic and non-academic co-researchers in 
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Visual 1: An impression of the worksession in the Centre for Client Experiences. 
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Ethics of PHR 
In PHR and other related approaches, ethics is at the core of the process and outcomes of 
research. This subchapter introduces the context of ethics in PHR, some theoretical 
approaches to ethics, and describes the field of ethical reflection in practice and theory. 
 
Ethical issues in PHR 
PHR is an ethical project in itself for several reasons. First, it engages people who are 
generally not included. Second, it involves these people at all stages of a research project.  
Finally, it involves people in ways that are designed to facilitate change in their situations 
(Banks & Brydon-Miller, 2019; ICPHR, 2013b). Therefore, ethics is an essential topic in the 
full research cycle of PHR. However, the roles and responsibilities around ethics are often 
not written in a research proposal, nor budgeted, nor seen as an official task of a scientific 
researcher, in traditional terms. 
 
Ethical issues are often unpredictable and contextual. In 2011, a group of community-based 
and academic researchers facilitated by Sarah Banks undertook a literature review and 
scoping study on ethics in CBPR (Durham Community Research Team, 2011). This study 
identified some of the major ethical issues in participatory research such as ‘partnership, 
collaboration and power’, ‘blurring the boundaries between researcher and researched’, 
community rights, conflict and democratic representation’, ‘co-ownership’, ‘anonymity, 
privacy and confidentiality’ and ‘institutional ethical review processes’. 
 
The standards and protocols of ethics in institutions like (medical) universities do not fit the 
issues listed above. In institutions, Ethical Commission Boards (ECB’s, in some countries also 
called Institutional Review Boards or Research Ethics Committees) traditionally use the 
biomedical and positivist standards of navigating a review and obtaining approval (Guillemin 
& Gillam, 2004). While participatory research is not new, the criteria used for ethical review 
are very slow to adapt to the emergent and participatory nature of this research (Fouché & 
Chubb, 2017). Concepts that are fundamental to PHR, such as co-ownership, collaboration 
and shared decision-making, do not fit the traditional approach. In PHR, there is a less clear 
distinction between researchers and subjects of research than traditional research, and the 
relational and flexible nature of participatory studies is often surprising to ECB’s (Guta, 
2019). 
 
To respond to the complexity of participatory research for ECB’s, members of the ICPHR 
created a set of ethical principles for participatory researchers (ICPHR, 2013b) (Table 1), 
based on previous work of Banks and colleagues (Durham Community Research Team, 2011; 
Banks et al. 2013). These principles could help to deal with the institutional regulations and 
the ethical nature of PHR. In addition, they provide researchers, partners, participants, 
research institutions, research funders and sponsors guidance with which to benchmark 
decisions or actions, and highlight unjustified differences in treatment based on favoritism, 
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prejudice, oppressive use of power or unfair legal, social and cultural laws, customs and 
norms (Banks & Brydon-Miller, 2019). 
 
The ethical principles of the ICPHR go beyond traditional principles common in research 
ethics, such as the potential harm or benefit of research, the rights of participants to 
information, privacy, anonymity, and the responsibilities of researchers to act with integrity 
and honesty. The ICPHR principles deal with the nature of PHR and are more related to 
considerations of inclusivity and democracy in the research process and the promotion of 
well-being and social justice in society. The principles could be used at the start of a PHR 
study, or as a framework with which to make decisions during the study. 
 
Principle Short description  
Mutual respect Developing research relationships based on mutual respect 
Equality and inclusion Encouraging and enabling people from a range of backgrounds and 
identities (e.g. ethnicity, faith, class, education, gender, sexual orientation, 
(dis)ability, age) to lead, design and take part in the research 
Democratic 
participation 
Encouraging and enabling all participants to contribute meaningfully to 
decision-making and other aspects of the research process according to 
skill, interest and collective need 
Active learning Seeing research collaboration and the process of research as providing 
opportunities to learn from each other 
Making a difference Promoting research that creates positive change for communities of place, 
interest or identity 
Collective action Individuals and groups working together to achieve change 
Personal integrity Participants behaving reliably, honestly and in a transparent and 
trustworthy fashion 
Table 1: Ethical principles for PHR (ICPHR, 2013b) 
 
Everyday and relational ethics  
In the daily practice of PHR co-researchers negotiate ethical issues and encounter challenges 
that arise through the life of PHR studies. Although a principle-based ethical framework like 
that of ICPHR provides a valuable analytical tool, this approach alone does not address the 
full spectrum of ethical concerns that characterize collaborative research with non-academic 
partners. ‘Everyday ethics’ (Banks et al, 2013), which is related to what others have called 
‘ethics in practice’ or ‘micro-ethics’ (Guillemin & Gillam, 2004), complements and challenges 
dominant principle- and rule-based models of research ethics (Banks et al., 2013; Rossman & 
Rallis, 2010). Everyday ethics is about the daily practice of negotiating ethical issues and 
challenges. It is situated and focusses on a relationally and emotionally engaged way of 
being as well as acting (Banks et al., 2013). Everyday ethics includes, so called, smaller issues 
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Everyday ethics suggests a variety of solutions to the challenge of ethical research practice. 
One lens is virtue ethics, which focusses on the motives and character of the researcher. In 
the field of participatory research Schaffer (2009) discusses the virtues of a participatory 
researcher and the benefits and challenges of virtue ethics for practice. He describes 
compassion, courage, honesty, humility, justice, and practical reasoning as virtues and 
strengths that contribute to a life of flourishing or well-being for individuals and 
communities. However, Banks (2018), warns about the dangers of reinforcing a culture of 
blaming researchers for institutional failings, while she also supports a virtue-based 
approach to research ethics. Concluding, virtue ethics could help on an individual level to 
contribute to PHR, however, we need to be aware of the institutional barriers to practising 
participatory research in an ethical way. 
 
Another lens within everyday ethics is ethics of care (Barnes, Brannelly, Ward & Ward, 2015; 
Noddings, 2013; Tronto, 1993, 2013; Walker, 2007; Brannelly, 2018). A variety of scholars 
argue that ethics of care is an approach to deal with the relational complexity of 
participatory research (e.g. Banks et al., 2013). Participatory researchers have situated 
concerns that arise within research relationships and in response to external stakeholders on 
a daily basis (Brannelly, 2018). The lens of ethics of care focusses on responsibilities and 
relations between people in a shared research process and the interactions within the 
community. This approach to ethical practice has a relational normative orientation and 
relates issues to contextual and power issues (Nortvedt & Vosman, 2014). Ethics of care is 
based on the idea that all humans are interdependent and focusses on responsibility, social 
interconnectedness, and collaboration. This approach is grounded in feminist-based ethical 
theory. Lately, many disciplines applied interest in ethics of care. It is an emerging field. This 
theory focuses less on abstract rules, principles and moral judgments, and more on caring 
and empathy. The understanding that humans are relational beings and interdependent is 
central to the theory (Barnes et al., 2015). 
 
Ethics of care is rarely discussed in the context of participatory research practice, although it 
introduces an additional dimension to research ethics that the principles of the ICPHR 
(2013b), for example, do not take into account. As far as we know, not many researchers 
integrate an ethics of care approach in their participatory research or ethical reflections. 
Ward and Barnes (2016) reflected in action on their reflective spaces for transformative 
dialogue. They propose that an ethics of care can be useful in transforming relationships 
between older people and those working with them through the creation of hybrid spaces in 
which ‘care-full deliberation’ can happen. Moreover, Brannelly (2016) applied the ethics of 
care framework – the five-phase model of Tronto (2013) – to participatory research. She 
used the stages of care to her research team, the participants, and the wider community, 
and focused on responsibilities and relations in the research process and the interactions 
with other stakeholders. Finally, Barnes, Gahagan and Ward (2018) have recently associated 
the value of ethics of care with the ‘participatory turn’ in academic research. In sum, more 
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in-depth insights on the application of ethics of care as a lens for ethics in PHR is relevant for 
the improvement of PHR practice. 
 
Openness about everyday ethical issues 
The ‘major’ ethical issues in participatory research are generally covered in articles, but the 
everyday ‘smaller’ ethical complexities, that are at the heart of PHR, are sometimes 
described in one or two sentences, often not at all. For example, ethical issues related to 
partnership, collaboration and power are main themes in systematic reviews about ethics in 
participatory research (Wilson, Kenny & Dickson-Swift, 2018; Banks et al, 2013; Boser, 2006; 
Brydon-Miller, 2012; Mikesell, Bromely & Khodyakov, 2013; Souleymanov, et al., 2016). 
However, not many scholars elaborate on everyday issues in academic articles; only a 
handful of feminist scholars disclose and share their in-depth ethical reflections (Letiecq & 
Schmalzbauer, 2012; Dodson, Piatelli & Schmalzbauer, 2007; Dodson & Schmalzbauer, 2005; 
Vaughan, 2016; Brannelly & Boulton, 2017; Duijs, Baur & Abma, 2019). The documentation 
and sharing of these challenges is complex. Not sharing challenges is rooted in the culture of 
academia. One recent exception is the work of Lennette and colleagues (2019) who write 
openly about their experiences with everyday practical and ethical issues in PR. They stated 
that as a researcher it is precarious to share your vulnerability. The culture in academia is 
not the most supportive one, because success has a higher status. These scholars concluded 
that it is often easier to avoid addressing these issues. 
 
Current practice of reflection in everyday ethics 
Scholars agree that there are no easy answers or sets of rules about how to critically reflect 
on ethical issues. In literature about participatory research, we found only some pathways to 
enlarge the capacity to reflect on moral issues and deliberate about challenges critically. 
These pathways are all collaborative approaches: 1) with academic researchers only, 2) with 
academic critical friends, and 3) with the full team of co-researchers. 
 
Dilemma cafes, initiated by Durham University (CSJCA, 2015), provide a useful example of 
practice designed to encourage critical reflection on the ethics of participatory research. The 
aims of dilemma cafes are fourfold: (1) to raise participants’ awareness of ethical challenges 
in participatory research, (2) to encourage collaborative dialogue, including critical listening 
and questioning, (3) to stimulate learning through listening to different ways of seeing and 
understanding issues, and (4) explore a variety of recommendations for action.  
 
Another example is a narrative approach that was developed by the Ethics workgroup of the 
ICPHR. In this model, a researcher writes a case study about a dilemma or situation that 
raised ethical issues for them, in discussion with (international) critical friends. This critical 
friend asks questions about the dilemma and about what to do, rather than reinforcing the 
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A final example is the Structured Ethical Reflection (SER) framework for ethical reflection 
(Brydon-Miller, 2012; Brydon-Miller, Rector Aranda & Stevens, 2015). This framework could 
be used by individual researchers and teams. The SER includes the entire span of a research 
project, recognizing that research begins with the formation of research partnerships, and 
ends with dissemination of findings and implementation of change in every cycle of 
research. The framework focusses on the ethical implications and challenges in each step of 
research, beginning with a small number of preferably collaboratively-decided values of the 
project team.  
 
All three above examples need to be underpinned by education and training, supervision, 
and mentoring. The role of education and training is to support the researcher’s ability to 
recognize morally relevant issues, compare with other cases, and test against commonly 
accepted principles (Banks & Brydon-Miller, 2019). The capacity to observe and reflect on 
everyday ethical issues needs to be nurtured and developed, including the ability to notice, 
pay attention and see morally relevant features of situations (Banks, 2018). However, the 
question is how to nurture and develop ethical reflection on everyday issues? Are these 
three approaches the golden standard? 
 
Concluding 
In summary, first of all, everyday ethical issues in participatory research have not yet been 
shared in-depth. Sharing and analysis of the relational complexity of everyday issues in 
participatory research may make researchers feel vulnerable and is not promoted in the 
culture of academia. However we can learn from them to make PHR more ethical. Secondly, 
everyday ethical issues in PHR have not yet been studied in-depth from the lens of an ethics 
of care, although is it seen as an additional and valuable lens for ethical research. Finally, it is 
important to find out how to develop ethical reflection in participatory research. How could 
we increase ethical reflection of academic and non-academic co-researchers in PHR, focusing 
on everyday ethical issues? 
 
Focus and methodology of this thesis 
This thesis focusses on the understanding of ethical issues in Participatory Health Research 
(PHR) and aims to contribute to the theory and practice of ethical research. In this 
subchapter, I present the research objective and question of this thesis, followed by a 
description of the PHR approach used to answer the main questions. 
 
Research objective and questions 
The objective of this study is to use participatory methodologies to investigate, understand, 
and practice ethical participatory research in order to contribute to new insight into the 
practice and theory of ethical reflection for academic researchers and co-researchers. The 
contribution of this study is a facilitated participatory learning process that takes place in the 
23
General introduction
149044 Groot BNW..indd   23 26-01-2021   13:43
 
Centre of Client Experiences in the Netherlands, and focuses on ethical practice in PHR 
(practice) and insights concerning ethics in participatory research (science).  
 
The central research questions are:  
1. What does it mean to practice PHR in an ethical way? 
2. How can ethical PHR practice be strengthened? 
 
Research approach and methodology 
To realize the research aim, in which learning, understanding, and improving is central, I 
went on a journey of practicing PHR. This journey was embedded in the context of the 
Centre for Client Experiences. I was based at the academic hospital Amsterdam UMC, in the 
Medical Humanities department. It was a trip without a map or pre-planned schedule, in line 
with the values of participatory action research. The trip followed different cycles of learning 
and action that followed each other, and during the trip the backpack filled with insights. 
These insights were discussed around picnic tables with relevant others, like colleagues, co-
researchers and critical friends. 
 
The basic principles of the approach of PHR guided me on this journey. As there is a great 
diversity among participatory action research approaches in terms of intentions, theory, 
process, and outcomes (ICPHR, 2013a), I will shortly elaborate on the underpinnings of the 
approach of PHR that we used in the PHR studies in this thesis, and at the VU Medical Centre 
and in the Netherlands in general (see also chapter 4). The approach to PHR used in this 
thesis was inspired by a hermeneutic-dialogical tradition of responsive evaluation (Abma, 
2005; Abma and Widdershoven, 2005, 2006; Guba & Lincoln 1989; Stake, 1975, 2004; 
Widdershoven, 2001) in which concepts of ‘mutual sharing of power’, ‘social change’ and 
‘learning and encouraging all stakeholders in a dialogue to extend their horizon’ (Abma & 
Baur, 2015; Widdershoven, 2001) and ‘relational empowerment’ (VanderPlaat, 1999) are 
inspirations. Responsive evaluation has specific value for discussion about issues of different 
stakeholder groups in a certain context (in homogeneous groups), before starting a dialogue 
between these stakeholder groups (heterogeneous groups). With this approach the voice of 
the least heard and power issues around epistemic injustice (Fricker, 2013) between these 
groups is given attention. Since 2015, art has become an element in our approach to PHR 
with the intention of gaining access to the ‘unsayable’ and performing social transformation 
(Gergen & Gergen, 2016).  
 
To ensure the quality of the journey, I was guided by ICPHR’s (2013a; 2016) criteria for 
reflecting on the quality of PHR. These outline eleven criteria, including specific validity 
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Quality criteria PHR Summary of the description 
#1 Participatory The goal of PHR is to provide the opportunity for all participants to 
be equitably involved to the maximum degree possible throughout 
the research. 
#2 Locally Situated The issue being researched must be located in the social system 
which is likely to adopt the changes that result from the research 
process. 
#3 A Collective Research 
Process 
In PHR the research process is typically conducted by a group 
representing the various stakeholders taking part in the study, all 
called ‘co-researchers’. 
#4 PHR Projects are 
Collectively Owned 
The ownership of the research lies in the hands of the group 
conducting the study. 
#5 Aims for Transformation 
through Human Agency 
Sustainable change is promoted to carry on the initiatives launched 
during the research once the project is completed.  
#6 Promotes Critical 
Reflexivity 
Critical reflexivity means considering how power and 
powerlessness affect the daily lives and practice of those whose life 
or work is the focus of the research, and requires professionals to 
question their roles and their knowledge. 
#7 Produces Local, Co-
created, Conversational and 
Diverse Knowledge 
Local knowledge produced through PHR is accessible to different 
audiences, especially for whom the work has direct impact. 
#8 Strives for a Broad 
Impact 
Interactive processes engage people in transformative learning, i.e., 
changes in the way they see the world and themselves. This 
generates an intention of being able to act based on their 
experience during the research and the research findings, thus 
having a wider impact. 
#9 Produces Local Evidence 
Based on Broad 
Understandings of 
Generalizability 
The generation of local evidence can accumulate over time 
strengthening the ability of local participants to take effective 
action. 
#10 Follows Specific Validity 
Criteria 
Participatory Validity: Extent to which stakeholders take an active 
part in research process  
Intersubjective Validity: Extent to which the research is viewed as 
being credible and meaningful by the stakeholders 
Contextual Validity: Extent to which the research relates to the 
local situation  
Catalytic Validity: Extent to which the research is useful in 
presenting new possibilities for social action  
Ethical Validity: Extent to which the research outcomes and the 
changes exerted on people by the research are sound and just  
Empathic Validity: Extent to which the research has increased 
empathy among the participants  
#11 Is a Dialectical Process 
Characterized by Messiness 
PHR is a nonlinear, multi-focused research process and outcomes 
which cannot be characterized prior to the study. 
Table 2: Quality criteria for PHR (ICPHR, 2016) 
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Context Co-researchers  Title of scientific or popular publications*  Chapter 
Building the 






- Partnership, collaboration and power  
- The need for participatory reflection on 








living in one 
neighborhood 
- Navigating power imbalances   
- Ouderenvriendelijk op maat (Team 
Ouderenvriendelijk Buitenveldert, 2017) 












- Are you afraid of press and social media? 
- Pathways and challenges to strengthen 
empowerment  
- Tips voor professionals (Klankbordgroep GTD, 
2018);  
- Je ziet het niet (Klankbordgroep GTD, 2019) 
- Partnerschap met gezinnen in armoede op 
beleids- en programmaniveau (Groot, Nijland, 





People without a 
job, dependent 
on social benefits 
- Making a difference  
- Het onzegbare uiten. Een creatieve vorm van 
participatief actieonderzoek (Groot, Overbeek, 
Abma & Weerman, 2019)  
- Ertoe doen werkt! (Groot, et al., 2018) 
- WerkPlaats Ervaringskennis (Groot, Weerman 







care in psychiatric 
crisis 
- Pathways for improvement of care  
- Ethics of care in participatory health research 
- Epistemic injustice and the need for an ethics of 
care 
- Het belang van contact in psychiatrische crisis 




Table 3: PHR projects (sub-studies) that are the context of this study 
* (with references if not included in this thesis) 
 
During the trip, which took over five years (2014-2019), I conducted a variety of studies (see 
Table 3). In these studies, several co-research groups were involved in different settings on 
diverse topics. I was involved in different roles: mostly as a PHR researcher, facilitator or co-
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Reflections on ethical issues 
On my journey, I continuously reflected on ethical issues, and the moral challenges in action. 
Peter Reason is a founder of the idea that reflecting in action delivers knowledge in action.  
As Ledwith (2007) states:  
 
Reason uses the term to denote a transcending of the chasm between intellect and 
experience in which Western consciousness has placed value on ‘thinkers’ at the expense of 
‘do-ers’, dividing theory from practice. Knowledge in action is, therefore, engaged in the 
world rather than alienated from it. (p. 600) 
 
I gained knowledge by doing, but also by thinking about practice. The topic I was most 
intrigued by in reflections was the relational issues around partnership, collaboration, and I 
gained knowledge by doing, but also by thinking about practice. The topic I was most 
intrigued by in reflections was the relational issues around partnership, collaboration, and 
power. PHR is a relational practice, and on an everyday basis I had questions, reflections, 
and doubts about what to do and how to respond to my collaborators, especially co-
researchers with experiential knowledge who lived in vulnerable situations. In addition, I had 
questions about power dynamics in relation to the press, policymakers and professionals in 
different studies. Overall, I reflected in action on three levels by first-, second-, and third-
person inquiry (Reason & Torbert, 2001), which I will describe in depth below. It was a 




In the journey, I mostly acted, learned, understood, and improved on the first-person level. 
First-person action research (Reason & Torbert, 2001) refers to the study of your own 
actions, giving conscious attention to your intentions, strategies, and behavior and the 
consequences of these actions. It focusses on the ‘I’ perspective. As Adams (2014) describes 
in the encyclopedia of action research: “The pioneers of this [first-person action research] 
approach returned to the groundings of experience in all knowing and argued for a fresh 
appreciation of the self as both subject and instrument of inquiry.” (p.36). First-person 
action research is a systematic and sustained inquiry into personal practice, intending to 
inform and to transform (Reason & Torbert, 2001). It also recognizes multiple ways of 
knowing, as coined by Heron and Reason (2008), namely experiential, presentational, 
propositional, and practical, see Table 4. 
 
On a first-person level, I reflected on the ethical dilemmas presented by my practice, tried to 
understand underlying conflicts in value and accompanying feelings, and to adapt to and 
reflect again on these dilemmas. By this practice, I developed competency on morality and 
created knowledge in, by and in reflection on action. I did this with a variety of practices, 
such as keeping a journal, writing autobiographical material, painting, and making 
bricolages. I reflected critically on issues that made me vulnerable and reconsidered how I 
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conducted PHR. In this thesis, reflections from first-person inquiry have already been 
incorporated into academic peer-reviewed articles (chapter 4-5, 7, 9) which are integrated in 
this study, as well as in all intermezzos between different parts in this thesis. These 
intermezzos show insights of my journey of becoming of more ethically sound PHR 
researcher. 
 
Table 4: Types of knowledge (Heron & Reason, 2008) 
 
Second-person inquiry 
Additionally, I learned in collaboration with others in a community of fellow travelers. I did 
this by sharing experiences and feelings, reflexive thoughts, exploring issues together, 
listening to and engaging other stake holders in my reflective process. We collaboratively 
made sense of my and their experiences around picnic tables, or on bike trips, and acted 
upon our conclusions in new action cycles, with accompanying reflections on these actions. 
This second-person action research (Reason & Torbert, 2001) concerns the ‘We’ perspective. 
Second-person inquiry is often conducted in communities of inquiry, in which the people 
involved are willing to explore their moral questions and vulnerabilities related to a specific 
common topic. In our case, the ethical practice of PHR. As Coleman (2014) explains, second-
person inquiry fits the basic principle of ‘researching with’, in ways that complement the 
practice of PHR: 
 
Second person inquiry holds a particular place in the action research field because it claims 
that there is a form of knowing that concerns people in relationship with others. (…) The 
experience of relationship between persons, the act of encountering each other, is a vital and 
informing part of human life that is an inextricable part of how the world is understood and 
how knowledge of it is generated. (…) It is a way of trying to access and honour the tacit 
knowing of relationship… (p. 698) 
 
On this second-person level, I encountered and actively sought out groups of people who 
also stumbled in their attempt to do PHR in an ethical way. At several moments in my 
journey, I found people who were interested in becoming a critical friend. I worked with 
different groups of people, for example, to set up a research project and to write an article 
about projects. Most of these groups and communities were informal and arose when we 
encountered an ethical dilemma that sat in the way and required reflection. Apart from 
people I worked with in PHR studies directly, it were for example colleagues in the 
department of philosophy and ethics who also provided spaces to reflect on ethical issues. 
Types of knowledge 
Experiential Direct encounter with people, places or things 
Practical How to do something 
Propositional Theoretical knowledge about something 
Presentational Symbolizing the knowing that we cannot put into words in movement, 
sound, color, shape, line, poetry, drama and story 
28
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The research encompassed a wide range of practices from one-to-one meetings (face-to-
face or by phone) to large-group inquiry processes (like Open Space meetings) with co-
researchers of PHR-studies, and other colleagues and critical friends (cf. Kember et al., 
1997).  
 
In this thesis, the insights from second-person inquiry are, like the first-person inquiry 
insights, in some cases documented in the academic peer-reviewed papers (chapter 2-3, 5-
10), but some that were not discussed in these papers played a critical role in my 
development. Therefore in the intermezzos, I share some of the insights about the processes 
of learning from these more informal communities of inquiry.  
 
Third-person inquiry 
Finally, I also learned in third person inquiry with a broader community. Third-person inquiry 
involves people who would not encounter each other in daily life engaged in shared critical 
reflection in forums such as academic papers, networks and communities (Reason & Torbert, 
2001). Members of these networks or communities often conduct first- and second-person 
inquiry in their own contexts and share this in a group with a ‘learning architecture.’ In 
literature, the third-person approach can potentially enable learning to be taken from a 
project to a more systemic level. This is essential for action research and PHR. Despite the 
challenges of sharing our insight-rich cases in academic journals, we have been able to find a 
broad range of scientific journals and communities – ranging from the American Journal of 
Bioethics to Action Research and Educational Action Research Journal, to several qualitative 
research journals – to share our findings and locate them in ongoing academic debates. This 
is a base for third-person learning, besides the book chapters that were born in the ICPHR 
community (chapter 2, 4).  
 
Overview of this thesis 
For readability reasons, this thesis presents articles in four parts (I to IV), with four 
intermezzo with ethical reflection process in that stage, see Table 5 for an overview of all 
pieces. In some articles, mentioned above, my co-authors and I explicitly share our 
experiences of collaborative reflection; however, in most articles, these are not dealt with in 
detail, while offering a rich learning potential. The intermezzos include insights into what 
Donald Schön (1983) in his seminal work The Reflective Practitioner coined as ‘the swampy 
lowland’; the uncomfortable, messy, and chaotic experiences and feelings I encountered on 
my journey in becoming a more experienced Participatory Health researcher. The 
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Table 5: Overview of the chapters in this thesis  
 
It starts in a period, in which I travelled and started to learn about ethics by doing (part I). In 
this period, I became aware of ethics in PHR by traveling, reading, and writing. I learned in 
action and started reflecting on ethical cases descriptions from practitioners in PHR from all 
over the world.  
 
The journey continued (Part II) in the Netherlands. I was more aware of ethics and 
encountered an ethical case shared by colleagues. I focused on a study I was not involved in 
as a PHR facilitator myself. I tried to unravel the ethical issues of this case as a critical friend. 
While doing, I became interested more and more in ethics and wanted to learn and 
understand ethics in my own studies, rather than studies of others, in which I remained an 
outsider.  
 
Context Topic of the study Group of co-researchers who were 
involved 
Chapter  
Part I: Awareness of everyday ethics  
Different settings 
around the world 
Partnership, power and 
collaboration 
Experts-by-experience of care in 
chronic diseases and physical 
disabilities 
2  
Part II: Understanding ethics from cases of others  
Health promotion Reinforcing stigmas in a 
PHR study 
PHR-researchers and other 
stakeholders  
3  
Part III: Revealing my own ethical issues 
Care for and well-
being of elderly 
PHR with older people Older people from two generations, 
all living in one neighborhood 
4  
Health promotion Engagement in a funding 
organization 
Mothers in vulnerable situations 5  
Service delivery 
unemployment 
Make a difference in 
participatory art-based 
research 
People without a job, dependent on 
social benefits 
6  




improvement of Care  
Experts-by-experience of care in 
psychiatric crisis 
7  
Ethics of care in ‘Good 
care in crisis’ 
8  
Epistemic injustice in 
‘Good care in crisis’ 
9  
Different settings Post-ethics after ad-hoc 
research projects 
Experts-by-experience of care in 
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My journey took another direction and I focused on the studies I was involved in personally 
(part III). This first period, from 2014 I travelled together with Tineke Abma, my PhD 
supervisor, and wrote about others in my co-research groups. Of course, I was involved in 
these processes, but I focused on the others and the lessons for academic researchers. After 
this process, which left me feeling a bit awkward that writing ‘about’ people was not in line 
with PHR, I was encouraged to continue this journey ‘with’ the people worked with and had 
a relation in the studies.  
 
Finally, in the period of 2017-2019 (part IV) my travels were muddy, because I reflected 
together with co-researchers on the ethical issues we encountered in our partnership. It was 
a part of the journey in which I learned more about people I worked with, especially Annyk 
and Mia (thanks!), and about myself in relation to others. I conclude with a final personal 
reflection about the journey.  
 
Part Insights Period 
Part I: Awareness of everyday ethics Becoming more consciously that 
PHR is an ethical practice in itself 
2014> 
Part II: Understanding ethics from cases of 
others  
Reflecting about an ethical case of 
others is precarious work 
2016> 
Part III: Revealing my own ethical issues Dealing with relational ethical 
issues asks for skills and 
understanding 
2017> 
Part IV: Swampy lowlands of collaborative 
reflection 
Learning together in-depth about 
relational ethics is emotion work 
2018> 
Table 6: Overview of the four different parts and intermezzo’s in this thesis 
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Becoming more aware that PHR is an ethical practice in itself 
June 2014.  
Ethics? No, ... I am more focusing on how you conduct PHR in a scientific way. 
 
I well remember that I participated in a PHR course offered by three ICPHR visiting fellows in 
Amsterdam in 2014. By then, I had been involved in participatory research for nine months 
(see impression Visual 2). I was an experienced qualitative researcher by then, and I 
perceived the collaboration with various co-researchers as working smoothly. I had already 
learned a lot about the rationale for PHR and felt that I was ‘in control’. The more I read, 
heard, and practised, the more I understood what PHR meant and how I could justify the 
approach in the scientific world and community. And so it was. 
 
Looking back on these early days, as a ‘traditional’ researcher, I conducted qualitative 
research with user involvement in a methodologically correct way. I was in control of the 
research process and included the perspectives of the co-researchers as far as possible in the 
study. For example, in the research report, I positioned the perspective of the co-researchers 
as experiential experts and professionals alongside that of people with lived experiences. 
However, I actually conducted qualitative research with patient participation. We could also 
call it ‘highly academic-led PHR’.  
 
At that time, ethics was, in my perception, covered by an informed consent letter for 
participants, and a check by the EBC at the start. I was focused on learning about the 
methodological quality of PHR. Ethics was not in my vocabulary and scope those early days. 
 
In practice, however, I had a lot of questions. It felt like a swampy area. How do you deal 
with volunteers in a right way? How much time could I and should I spend time drinking 
coffee in exchange for experiential knowledge? Could I exclude co-researchers in a 
subsequent process, or had I entered into a long-term relationship that I needed to 
continue, maintain, and repair when frictions occur? Who is responsible for what in those 
relationships? Why do I always see an intense group dynamic in co-research groups, often 
directly from the start of a project? Who is responsible for the group dynamics in co-
research teams?  
 
I was not aware that my questions were of an ethical nature. I shared my issues with 
colleagues in the department of Medical Humanities, now department of Ethics, Law and 
Medical Humanities, at my university. For example, at lunch with Susan Woelders, Wieke ter 
Borg and others, during the bike ride home with Saskia Duijs, with Márian Vink on the job, 
with Tineke Abma in PhD meetings, or as a moral case deliberation at the department. I 
learned from everyone’s perspective and others’ experiences. Sharing my thoughts with 
colleagues who also conducted PHR felt like a luxury to me. Later, I heard that many PHR 
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colleagues around the world, but also in the Netherlands, did not have a group of people 
with similar interests and experiences around them. This was the point when we started the 
Centre for Client Experiences (see also Introduction). 
 
At the international level, Tineke Abma introduced me to the International Collaboration for 
Participatory Health Research (ICPHR) community. Involvement in the ICPHR ‘Ethics’ working 
group made me aware that ‘ethics’ is an umbrella term, sheltering all kinds of questions 
about difficulties about partnership, collaboration and power. Thanks to this community, I 
was able to collaborate as a co-author of chapters in two books; about PHR (chapter 4) and 
ethics in PHR (chapter 2). For this latter book, I conducted a literature review about ethics 
and relational dynamics in PHR, which made me aware of the field of ethics in PHR, which is 
summarize in chapter 2. In addition, Tineke Abma and I were asked to reflect on three 
international cases in this chapter. The editor suggested all co-authors consider reflecting on 
the cases with community-based researchers. As co-authors, only Gustaaf Bos, Tineke and I 
reflected together with co-researchers; the others didn’t. The editors were delighted that we 
had done so.  
 
I invited two co-researchers from the Netherlands, Ruud van Zuijlen and Melanie Peterman, 
to join. Reading about ethics and issues concerning power dynamics, and reflecting together 
on case examples that were not ours, was an excellent experience. We all recognized various 
themes in the cases that were relevant to our situation. This also was the first time that I 
talked with Ruud and Melanie about ethics in our local context. By discussing the cases, I 
learned about their perspective on the cases. And could also connect these insights to our 
own collaboration in our PHR studies with Ruud and Melanie. 
 
As a researcher, I listened to the reflections of Ruud and Melanie and wrote their 
perspectives in quotes, in the same way as a qualitative researcher quotes respondents. For 
example: 
 
We want to start by sharing the first reaction of Melanie after reading this case: “This sounds 
so familiar. Managers and health care workers motivated to care and nurture people, but 
getting caught up in an institutional system that hardly leaves room for the human 
dimensions. In the case they cannot even see the perspective of the other anymore. They 
cannot work creatively”. Ruud reacts: “I can mention many examples in which I was hindered 
in my autonomy as a resident. Examples of not being invited to join major decisions, just 
because I am a patient and do not have a hierarchical position”.  
 
Sarah Banks, the editor of the book, asked us to find a way of integrating them into the co-
authored narrative, or also putting in quotes from Barbara and Tineke. “Otherwise it seems 
like Melanie and Ruud are informants rather than co-authors”, as Sarah said. This made me 
aware of the way I still represented Melanie and Ruud in my research reports as informants. 
Making an integral co-authored narrative was not easy, especially because one of us (I in this 
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case) felt responsible for every written word on behalf of all of us. It felt that I had to 
represent a shared vision, and after two meetings that Tineke did not attend, it did not yet 
feel like a ‘shared narrative’. This was the first moment when I realized that writing in co-
authorship with co-researchers in an ethical way is not easy. 
 
Finally, we heard that also the authors of the cases, who read our reflections, learned from 
us again. This exchange of thoughts in a global ICPHR community gave me the feeling of 
connection with people I had never met, and will probably never do, but with whom I share 
the same relational challenges and with whom we learned from each other from a distance. 
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2. Partnership, collaboration and power 
 
Groot, B.C. & Abma, T.A. (2019) Partnership, collaboration and power. In Banks, S. & Brydon-Miller, M. (Eds.) 
Ethics in participatory research for health and social well-being: cases and commentaries. Abingdon: Routledge.  
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Developing and maintaining partnerships and working collaboratively in participatory 
research requires attention to power relations. In the ‘rush’ of conducting participatory 
research we sometimes forget to take enough effort and time to reflect on, and act 
thoughtfully in relation to, partnerships, collaboration and power. Part 1 of this chapter 
presents an overview of literature about ethical questions relating to responsibilities in 
participatory research, including: 1) establishing, sharing and exerting control and power; 2) 
tackling the mismatch of timelines and expectations between partners; 3) anticipating the 
risks associated with participation in participatory research; and 4) ensuring sustainability of 
partnerships. Part 2 comprises four cases from different places around the world (Denmark, 
Australia, Rwanda and the UK) in which researchers give accounts of ethical dilemmas and 
issues in research with various groups, including older people, people with Asperger’s 
syndrome and young people. Each case is followed by short reflective commentaries written 
by two academic researchers and two co-researchers with lived experiences. Part 3 offers 
concluding comments, suggesting that this chapter demonstrates that ethical issues in 
interpersonal relations can be understood in relation to researchers’ perceptions of 
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Part 1: Introduction and overview of the issues  
 
Important and complex: the world of partnership, collaboration and power  
This chapter discusses the challenges participatory researchers experience in developing and 
maintaining partnerships, working together collaboratively and negotiating power relations. 
This is one of the most important, yet also complex and difficult, aspects of participatory 
research. In this chapter introduction we offer an overview of some of the issues raised in 
the literature on this topic and how these relate to the four cases in the second part of the 
chapter. 
 
Participatory research involves multiple partners working together. In the field of health and 
social well-being, research groups may include engaged citizens, service user and patient 
experts, professionals from service user/patient organisations, health and social welfare 
professionals, directors and researchers from health organisations, academic researchers 
and policy-makers. But how do all those people and organisations establish working 
relationships? How do they develop and maintain partnerships? How do they deal with 
power? What do they think is ‘good’ collaboration? In the ‘rush’ of conducting participatory 
research we sometimes forget to take enough effort and time to reflect on, and act 
thoughtfully in relation to, these very important questions. 
 
For some people the term ‘partnership’ may have connotations of legal, formal, written 
agreements. However, in the context of participatory research, particularly community-
based participatory research, the term ‘partnership’ is used in a very broad sense to cover all 
kinds of relationships, both formal and informal. And usually these are ‘collaborative’ 
relationships, involving people working together to achieve shared goals. Such relationships 
involve ‘building and maintaining trust’, ‘reading each other’, ‘seeing each other as persons’ 
and ‘connecting’. Central to our vision of collaboration is being open-minded, listening, 
taking each other seriously, giving room for everyone’s capabilities and giving support when 
necessary. Although some research partnerships may involve a written agreement or 
contract (especially if a university is involved and finances and responsibilities have to be 
allocated among different organisations), the most important feature of a partnership is that 
it involves a dialogical, respectful and valued relationship, rather than a (written) contract. 
 
In the next section of this chapter we give an overview of some key ethical challenges facing 
participatory researchers concerning ‘partnership, collaboration and power’ as recounted in 
the academic literature. This topic is well-discussed. It is one of the main themes of a 
recently published systematic review (Wilson et al., 2018) and was also identified as a theme 
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Boser, 2007; Brydon-Miller, 2012; Mikesell et al., 2013; Souleymanov et al., 2016). We will 
discuss the following core ethical questions about responsibilities: 
1) Establishing, sharing and exerting control and power. 
2) Tackling the mismatch of timelines and expectations between partners. 
3) Anticipating the risks associated with participation in participatory research. 
4) Ensuring sustainability of the participatory research partnerships. 
 
For each theme we give a summary of the issues, why these occur in participatory research 
and how participatory researchers can handle them.  
 
After the overview of the literature in Part 1, four cases from different places around the 
world are presented in Part 2 (Denmark, Australia, UK/Rwanda and the UK). The cases 
present ethical challenges within different contexts, including rural Western and African 
communities, and with various priority groups, ranging from older people to people with 
Asperger’s syndrome to young people. Following each case there is a commentary, compiled 
from discussions between Melanie Peterman and Ruud van Zuijlen (community-based 
researchers with experience of disability) and Tineke Abma and Barbara Groot (academic 
researchers). All four of us are white Dutch and have worked together in participatory 
research for three years as partners in a Community of Practice on participation and 
participatory research in the Centre of Client Experience  
(www.centrumvoorclientervaringen.com). Melanie has had paraplegia since 2002, while 
Ruud has been dealing with Multiple Sclerosis (MS) since he was a student. They have been 
working as ‘patient experts’ for 10 and 30 years respectively. Tineke and Barbara work in the 
academy. Barbara is a PhD student, researching the topic of collaboration in participatory 
research and Tineke is Professor of Participation and Diversity at VU University Medical 
Centre in Amsterdam. 
 
Ethical issues related to partnership, collaboration and power  
 
1) Who establishes, shares and controls power?  
Participatory research holds the potential to democratise and decolonise knowledge 
production by engaging a wide range of people as partners in research, including those 
whose voices are seldom heard and who are often classified as ‘vulnerable’ or ‘hard to 
reach’. In practice, control of research by people whose lives are the subject of the study 
and/or equal partnerships between ‘professional’ and ‘community’ researchers is much less 
common than professional control with elements of participation by community partners. 
The balance of power may change over time and across different aspects of the research 
when partnerships are established (Durham Community Research Team, 2011). People 
whose lives or work are the subject of the study are often assigned multiple, ambiguous 
subject positions (Janes, 2016), for example: ‘participant’, ‘partner-stakeholder’, ‘insider’, 
‘peer’, ‘co-researcher’, ‘community researcher’ or ‘volunteer’. Researchers from universities 
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are mostly identified as ‘academic researcher’, ‘outsider researcher’, ‘university-based 
researcher’ or ‘professional researcher’. For all researchers, it is important to ask questions 
about: how we identify ourselves; whether others have the right to identify themselves; how 
we denominate our positions and the positions of all involved; and whether we confirm 
power differences in naming and assigning the positions in the research team? 
 
In participatory research, facilitating shared decision-making processes and ways to discuss 
sharing and controlling power are key issues. But how can we facilitate this in an appropriate 
and ‘good’ way? Who is involved in decisions? Does everybody need to be involved in every 
decision? Who is in the lead? Who takes the final decision? How do we deal with the 
differential power of all partners in this decision-making process (Kuriloff et al., 2011)? Other 
questions are: Who initiates a project? Who makes decisions about who is working (paid or 
on a voluntary basis) in the research and who is not? Is everyone willing to share power and 
resources? A final question about responsibility and sustainability is: what responsibilities 
do, for example, academic partners have in ensuring financial compensation for the efforts 
of the people whose lives are the subject of the study beyond the span of the research 
project (Puffer et al., 2013)? 
 
Basically, the underlying question is whether we start from a domination model with the 
usual hierarchies and authorities based on positions and ranking, or whether we work from a 
more egalitarian partnership model based on mutual, caring relationships? In all the four 
cases later in this chapter this question is very important. In Case 2.1, a university researcher 
is confronted with hierarchy in a partner organisation and its effect on the collaboration. The 
authors of Cases 2.2, 2.3 and 2.4 all reflect on their own power to make decisions and their 
roles in their participatory research practice. 
 
Why do these challenges occur?  
Participatory research starts from a commitment to involve a variety of partners, sharing 
power and resources, working from a position that is based on social justice premises and 
seeks beneficial outcomes for all participants. Working from these principles, a wide range 
of complex ethical issues arises (Banks et al., 2013). Reasons for these challenges include: 
there are often mixed groups of partners belonging to various social categories; there are 
power differences between the partners; and there is a tension between ‘system’ and ‘life-
world’ (Habermas, 1987). 
 
Participatory researchers almost inevitably have to reflect on issues of power, because being 
critical of irrationalities, inhuman situations and social injustice is the heart of participatory 
research (Kemmis, 2008). Reflections include power issues, as Lincoln (2009, p. 152) sums 
up, ‘between persons, and power relations connected to institutions, historical 
circumstances, economics, gender, social location, race, class, sexual orientation, cultural 
backgrounds and experiences and actual location’. In addition, partners in participatory 
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research differ in other respects, including educational level, legal status, health status, 
cognitive ability, language preference and/or membership in stigmatised groups (Mertens & 
Ginsberg, 2008). Most groups comprise academics and non-academics, paid and volunteer 
staff, people who are employed or unemployed, and professionals from different 
(hierarchical) professions. A participatory researcher who strives to facilitate a shared 
decision-making process, is confronted with privileges, disadvantages and related power 
dynamics. Especially if funders of the research or policy-makers are involved actively in 
research, it enlarges the political nature of the work.  
 
Working together with people who can make impactful decisions for those involved could 
increase tensions in collaboration. In addition the attitude of the different partners can also 
create tensions. Tensions can arise from ‘differing expectations, assumptions and agendas of 
community and academic partners that involve conflicting beliefs about research aims and 
outcomes’ (Mikesell et al., 2013). Some partners, for example, have misguided perceptions 
of academic researchers’ roles, especially if a participatory research project is academic-led 
or -initiated. The researchers, for example, might be seen to benefit the most from research 
involvement (Minkler, 2004). Despite good intentions, power and privilege associated with 
researchers working in the academy also make it difficult to develop relationships and trust 
in response to injustices (Brabeck et al., 2015). Moreover, non-academics often participate 
on a voluntary basis or for little reimbursement, ‘providing free labour to support the 
research enterprise’ (Brunger & Wall, 2016). 
 
These tensions could as well be analysed from the perspective of Habermas (1987) and his 
theory of differences between the ‘system’ and ‘life-world’. Habermas argues that the ‘life-
world’ is based on communication, agreement and consensus, while the ‘system’ 
concentrates on economy, bureaucracy, market and state (Habermas, 1987). Funders, 
academic researchers and professionals work in a cost-benefit system logic where efficiency, 
productivity and utility are the driving forces. Strategic action is the common way to 
communicate, and this may conflict with the ‘life-world’ and the reproduction of cultural 
values, meaning and motivation and communicative action. System logics can hinder 
working according to the principles of participatory research. Yet, while funders, academics 
and partners have to align with the system, for people whose lives are the subject of the 
study, without an academic background, the system is not easily accessible. Writing 
proposals for funding agencies is problematic because of difficult formats, tight deadlines 
and conditions that may even hinder a good start. Besides, in research proposals funders are 
keen on descriptions that justify hours spent on achieving pre-described outcomes. This 
does not (at all) promote patient or community participation or power-sharing with the 
‘target group’ in research. It may lead to alienation. Moreover, most academic organisations 
are not yet flexible in assigning paid jobs at the university to people without certificates. 
There are also many challenges faced by participatory research studies as they are assessed 
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by academic review boards of positivistic medical research institutes (Fouché & Chubb, 
2017). These are just a few examples.  
 
How to handle these challenges?  
There are no easy answers or sets of rules about how to handle the issues of establishing, 
sharing and controlling power. An awareness of the potential complexities and conflicts, and 
a willingness and ability amongst all research partners to critically reflect together on such 
issues throughout the planning, are very important (Banks et al., 2013; Souleymanov et al., 
2016; Bainbridge, 2013). In particular, Kuriloff and colleagues (2011) advise that researchers 
should develop an ‘ethical stance’, seeing every decision in the process as an ethical one that 
could affect the lives of people involved. This requires much more time to work on one’s 
own ethical development, for example reading about ethics and PAR (Kuriloff et al., 2011). 
Others, such as Shore (2006), stress the potential of feminist ethics, an approach to 
analysing the power dynamics in research. Besides acknowledgement of positions of power 
and vulnerability, feminist ethics accounts for structural factors. 
 
Acting ethically is not just the responsibility of academic researchers. As noted previously, a 
critical reflective stance with partners helps in discussing the issues. Training about research 
methods, especially together with a range of partners (Banks et al., 2013; Mikesell et al., 
2013) could help in dealing with dilemmas and opening conversations about challenges from 
all perspectives. Putting ethics on the training agenda helps to reconcile difficulties. Finally, 
an important piece of advice given in the literature is to be aware of the political nature of 
this work. Participatory research facilitators work in a politically strategic arena, which 
requires that they are skilled and comfortable to work through conflict (Shore, 2006). 
Reflecting in first-person inquiry (Reason & Torbert, 2001) about leadership and mutual 
power, can help a facilitator enhance their skills in ‘Developmental Action Logics’ (Torbert, 
2003, 2004). For example, the facilitator may start as a ‘diplomat’, who provides ‘social glue’ 
in the group and ensures that attention is paid to the interests and needs of others, and 
move to the role of ‘strategist’, who ‘masters the second-order’ impact of actions and 
agreements and the ‘social interplay between personal relationships, organizational 
relations, and national and international developments’ (Rooke & Torbert, 2005). 
 
2) Dealing with the mismatch of timelines and expectations between partners  
As noted before, tensions between partners can arise from differing expectations, 
assumptions and agendas, with conflicting beliefs about research aims and outcomes 
(Mikesell et al., 2013), timelines, research methodology (Banks et al., 2013; Minkler, 2004) 
and compensation for participation (Bainbridge, 2013). This could lead to questions like: 
How do we deal with all these expectations? Is it a good idea to have one or more people act 
as research facilitator(s), and if so, what are their roles? How much room do the facilitators 
have to take time and effort to explore expectations and reflect on them? 
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Below we offer a few examples of common mismatches in participatory research. People 
whose lives are the subject of the study sometimes ‘expect more immediate results than can 
realistically be achieved’ (Walsh et al., 2008). Substantial time lapses between initial 
engagement of people whose lives are the subject of the study and funding, is often a 
reality. Non-academic partners are not ‘accustomed to the numerous steps involved with 
research protocols and can become frustrated over the long process’ (Love, 2011). The 
analysis phase of the research may be time-consuming, and not yet action-oriented. 
Furthermore, participatory research studies often work with small budgets (Ochocka et al., 
2002; Bainbridge, 2013). 
 
Non-academic partners could have expectations about providing resources for people 
interviewed or purchasing equipment (Bainbridge, 2013). Finally, people whose lives are the 
subject of the study could be disappointed about unreasonable timeframes for 
remunerating people’s effort in the research. Simple practical arrangements, for example 
organising financial reimbursement, could take a huge effort for an academic who works in a 
system that is not accustomed to participatory research studies (Bainbridge, 2013). This 
could leave a mark on relations and could lead to declining interest and engagement 
(Bainbridge, 2013) and even give feelings of stress (Ochocka et al., 2002). The author of Case 
2.3 describes a typical example of the mismatch of expectations of participation written in a 
research funding proposal and the real world in which participation is just a piece of paid 
work.  
 
Why do these challenges occur?  
Mismatches may occur because of partners’ lack of knowledge and experience in adhering 
to research protocols (O’Neill et al., 2012; Salmon, et al., 2010; Smith, et al., 2008). Besides, 
academic researchers are often stuck in two worlds. One is the system in which funders, 
universities and academic boards ask researchers to work with deadlines, funding time 
schedules, fixed small budgets arranged to organise prescribed outcomes, and financial and 
personnel administration. The other is the life-world in which academics work together with 
community partners and see people experiencing vulnerable situations and social injustice, 
and are aware of the eagerness of the community partners to change their situations. 
Research facilitators are often in between both worlds, which means they have to deal with 
all the clashes and conflicts. 
 
How to handle these challenges?  
It is not easy to enhance knowledge about participatory research in a short period. Zooming 
into the expectations about timelines and being proactive in planning research tasks, such as 
the ethics board application (Walsh et al., 2008), is a beginning. Putting the topic ‘timelines’ 
on the agenda of every partnership group meeting creates more realistic expectations 
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Moreover, it takes time for facilitators to find their way in the ‘interference’ zone between 
the system and life worlds (Abma et al., 2017). Openness and dialogue about the different 
worlds and dilemmas are ways to create understanding back and forth (Love, 2011). Drawing 
on theory, the role of facilitator requires the skills and a philosophy of ‘servant leadership’ 
(Greenleaf, 1977). Servant leaders combine their motivation to lead with the need to serve, 
they express humility, authenticity, interpersonal acceptance and stewardship and provide 
direction for the group. Trust, fairness and a high-quality relationship are important for 
servant leadership (Van Dierendonck, 2011). Servant leadership is about going ‘beyond one’s 
self-interest’, with the will in the first place to serve, and in the second place to lead 
(Greenleaf, 1977). 
 
3) How to be aware of the risks associated with participating in participatory research?  
In participatory research we do not talk about the ‘research population’ or ‘respondents’ as 
in positivistic science. People who are actively involved in participatory research are often 
called and, perceived as, ‘partners’, ‘co-researchers’ or ‘co-creators’. This difference brings 
some risks and vulnerabilities, foremost to the people whose lives are the subject of the 
study. Particularly because participatory research often focusses on sensitive topics and 
enters ‘the social space generally barred to outsiders’ (Dodson et al., 2007), it raises serious 
ethical issues. In the literature, this topic is not yet broadly documented, although there are 
some writings about ethical dilemmas in research with undocumented citizens (Dodson et 
al., 2007; Letiecq & Schmalzbauer, 2012). In practice, risks for people whose lives are the 
subject of the study are top of the mind in participatory research and this is not limited to 
undocumented people. People that rely on care or support, or stigmatised groups, could 
also be at risk by participating in participatory research. For example, their stories or 
criticisms of the care and support they receive might be traced and used to sanction them. 
Participation can then become disempowering (Kemmis & McTaggart, 2005). 
 
Sharing personal sensitive stories and photographs could be a risk to peoples’ personal and 
family lives, their community or peers. People may not be able to foresee the impact of 
sharing a personal story. Researchers may have to deal with disclosures reflecting practices 
of everyday illegality, which raises questions about how much should be represented and 
criticised. A breach of confidentiality in research could have disastrous consequences for 
people, such as being sent out of the country, losing critical resources or losing their children 
(Dodson et al., 2007; Letiecq & Schmalzbauer, 2012). It could also have negative 
consequences for people like them, because prejudices against certain groups of people 
could be deepened and mistrust of groups in society might rise (Achkar & Macklin, 2009; 
Brabeck et al., 2015). Research could reinforce stereotyped images of people, including 
malign versions of low-income people and people of colour (Dodson & Schmalzbauer, 2005). 
Illegal practices that are survival strategies for people living in vulnerable situations could get 
more attention. This could risk their lives, and also those of their peers (Dodson et al., 2007). 
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In Case 2.2, Jackie Robinson describes her concerns about the risks for the co-researchers 
(who have Asperger’s syndrome) if the collaborative research project she initiated was 
unsuccessful, or when it ends. It appears that she sees it as an ethical issue to make a 
success of the collaborative process of the study in order not to reinforce negative 
perceptions of people with Asperger’s.  
 
Why do these challenges occur?  
The confidentiality of partners in research and their sensitivity to work carefully with the 
complex sensitive data is essential. Both academic and community researchers who 
participate in studies can have privileged positions and do not always foresee the 
consequences of their work. If they do not reflect on their positions and the risks of 
participation for people who may be in vulnerable situations, this could enlarge the risks 
described above. Dodson and colleagues (2007) relate exploitation to lack of commitment 
for collaborative meaning-making in the context of contemporary academia, which is 
focused on production and competition. They note that in positivistic academia ‘the 
interpretive moment in a study is understood as an intellectual province of the scholar, 
academic or research expert’. Students are trained to find, claim and author originality, 
explicitly not with others. Collaborative work can be regarded as decreasing one’s status as 
researcher in a positivistic research culture. 
 
How to handle these challenges?  
There are no simple signposts on the pathway to handle risks. Risks are very situational. 
When working together with those whose lives are the subject of the study in the whole 
process, including analysis and reporting, it is important to assess and discuss risks. This is 
the basis of protection of people experiencing vulnerability in every stage of the research. 
Analysis of the data and interpreting together with people whose lives are the subject of the 
study could be done by Creative Critical Hermeneutic Analysis (van Lieshout & Cardiff, 2011), 
for example. This is a process of collaborative analysis that brings different voices together 
and makes sure that voices are heard in analysis. 
 
4) Responsibility for the sustainability of participatory research studies  
A quality criterion for participatory research is supporting transformative processes, which 
go beyond the span of the research study (ICPHR, 2013). In practice, it is possible that 
resources for participatory research finish and professional researchers leave the setting, 
before the process of empowerment is completed or the impact of the research is yet visible 
or achieved (Jamshidi et al., 2014; see also Chapter 7 in this volume). Who is responsible for 
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External funding of participatory research studies places partners in positions of dependence 
and responsibility (Puffer et al., 2013). What responsibility do initiating partners of 
participatory research have for obtaining support when the research funding finishes and 
the project is not implemented sustainably in local structures (Jamshidi et al., 2014; Puffer, 
2013)? For what length of time should partners remain actively involved? And how much 
time and effort are people whose lives are the subject of the study obligated and able to 
give, particularly if financial compensation decreases or disappears after funding finishes? 
The difficulty is that people often have little access to potential sources of funding. Other 
partners could have more easy access to resources, although raising funds could be a full-
time job. Jackie Robinson, the academic researcher in Case 2.2, articulates her responsibility 
to gain funds to continue with the research group of people with Asperger’s syndrome. 
 
Why do these challenges occur?  
One of the aims of participatory research is transformation through human agency (ICPHR, 
2013). Creating positive social change often takes more time and effort than the span of 
funded research studies. These long-term aims do not fit the ‘system’ of funding, based on 
concrete outcomes and short-term planning. Furthermore, activities involving a broad 
coalition of stakeholders in research and training to carry on the initiatives launched during 
the research are often not included in funding bids. These activities are not a part of a 
research project in traditional positivist research. Trust and a shared long-term vision of 
partners, including funders, is necessary to achieve goals of social transformation. 
 
How to handle these challenges?  
Achieving social transformation by participatory research requires a long time and quick 
victories are illusory. We can call participatory research ‘slow science’, a concept borrowed 
from the ‘slow food’ movement (Ulmer, 2017). Slow science is a movement formed around 
the felt need to protect the time of scientists. Adams et al. (2014) describe slow science as a 
protest against a focus on productivity, multi-tasking, always thinking of the next big thing, 
scaling up and implementing, often even before we have completed the tasks at hand. This 
fast approach is often triggered by precarious working conditions. Slow science is ‘a 
response and possible alternative to the newest normative trends’ (Adams et al., 2014). It is 
a different kind of being, requiring a slow ontology (Ulmer, 2017). The plea of slow research 
is to work more ethically, reciprocally, in more satisfying and helpful ways in an effort to 
create a better world (Adams et al., 2014; Grandia, 2015). The concept of ‘slow research’ 
could help a participatory researcher articulate the need for more time and less rush. A 
question that could be discussed with partners is: do we together strive towards information 




Partnership, collaboration and power
149044 Groot BNW..indd   55 26-01-2021   13:44
 
Part 2: The cases  
 
Case 2.1: Power inequities and ethical challenges in action research at public nursing 
homes in Denmark  
Annette Bilfeldt  
 
Introduction  
This case is written by an academic researcher and relates to experiences during action 
research projects undertaken at public nursing homes in Copenhagen, Denmark during 
2010–2016. The aim of the projects was to improve the professional skills and engagement 
of the care workers and to improve the life quality of the residents. The projects followed 
the core characteristics of action research, focusing on democratic results as well as a 
democratic process between the participants, who were the manager, employees, residents 
and academic researchers. The projects were organised with a steering group consisting of 
representatives from the different participant groups. As a central part of the projects 
‘future workshops’ were employed. This entailed participants collaborating in designing 
utopias and developing them into plans for new directions for the organisation. These 
workshops were followed by a conference, where participants presented their solutions in 
order to fine-tune them with the help of experts and invited guests. 
 
The case 
The first project, ‘Quality in Eldercare at Nursing Homes from the Staff Perspective’, was 
initiated by the Union for Public Employees and was a joint project between university 
action researchers and the nursing home. However, the manager of the nursing home did 
not understand the co-researcher concept. As action researchers we wanted to build up 
trusting relationships and found the behaviour of the manager disrespectful to employees 
and residents and to the principle of involvement in the project. Sometimes the manager 
had ‘forgotten’ to invite the employees and residents to join the steering group meetings. 
We felt very unhappy about this situation because we had promised employees and 
residents that they were a central part of the process during the whole project period. When 
we asked about the absent members of the steering group, the manager apologised and 
promised that all the members of the steering group would be invited next time. But it 
happened several times. 
 
Once when we were going to have a future workshop with the employees at 10 a.m., the 
manager had ordered the employees to start work at 7 a.m., so they were too tired when 
they arrived to develop visions and planning during the following five hours. The lack of 
understanding of the co-researcher concept became even more obvious when the manager 
suddenly decided to prohibit an employee from taking part in the conference for invited 
experts. This care worker had played a very important role at the future workshop, because 
she had interviewed residents about their wishes for social life. Based on the interviews she 
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had developed a utopia about a living room in the centre of the building in order to increase 
social activities, followed up by a plan for a renovation of the building with ‘a town square’ in 
the centre. 
 
When the expert conference was going to be held, the employees, who had developed the 
vision and the plans for the renovation, were suddenly ordered to work by the manager 
instead of joining the conference. The academic researchers tried to convince the manager 
to change her decision, but did not succeed. The result of the project was democratic, but 
the process was not. 
 
In another action research project, ‘Improving Life Quality of the Residents and Reducing 
Stress amongst the Employees’, there were examples of employee participants focusing on 
their own interests at the expense of those of residents and their families. At a future 
workshop suddenly some of the employees developed what we (academic researchers) 
regarded as ‘dystopias’, entailing restrictions that did not address the needs of the residents. 
A little group of ‘hard core’ employees started to dominate the development of what should 
have been visions for the whole nursing home. One vision was about the residents being in 
bed by 8.30 p.m. in order to enable the evening shift workers to clean the common areas 
before the night shift arrived. The rationale was to give the night shift a more relaxed night, 
instead of respecting the residents’ interests in keeping autonomy and being able to decide 
when to go to bed. 
 
Another group developed ‘dystopias’ which included making a pamphlet for new residents 
and their relatives about restrictions and rules about life at the nursing homes. This included 
forbidding bird cages and shelves on the walls in the residents’ flats in order to make them 
easier to clean. My action research colleague and I were not prepared for these dystopias 
that were in opposition to the aim of improving life quality and autonomy for the residents. 
And we were in doubt about how to handle the situation. It was clear to us that the other 
employees did not know how to stop the development of the dystopias, because they were 
dominated by the little group of “hard core” employees, who were more interested in their 
own working conditions than in the residents’ well-being. 
 
The academic researchers decided to invite the wife of a resident to the expert conference 
to come and speak about problems she and her husband had faced when he moved into a 
nursing home. This presentation, which was supported by a broad discussion about being 
dependent on help from other people, resulted in a new understanding about the 
importance of the autonomy of residents and their families. Based on that discussion, 
utopias and plans for more autonomy were developed. The result turned out to be a 
learning process about the development of a democratic understanding relating to showing 
respect to the views of the least powerful people at the nursing home. This learning process 
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became an important step in the commencement of a new praxis for involvement of the 
residents and their relatives in decisions at all levels at the institution. 
 
Reflecting on this case highlights the importance of paying attention to power relations in 
action research. Action research focuses on democratic results and processes, but as action 
researchers we have no fixed solutions. The only thing we can do is to be aware of the risk of 
power inequities and to be ready to handle them when they appear. Nursing homes are 
work places and homes at the same time. The power of management and employees is 
stronger than the power of residents and relatives. It is therefore important to reflect on the 
relations of power and give voice to those who have least power. 
 
Commentary on Case 2.1  
Barbara Groot, Melanie Peterman, Ruud van Zuijlen and Tineke Abma  
 
The case seems a realistic example of the complex power dynamics in the context of 
participatory research, and health care relations in general. Managers and health care 
workers are motivated to care for and nurture people, but can get caught up in an 
institutional system that hardly leaves room for the human dimensions. In this case, they 
seem to find it difficult to both see situations from other people’s perspectives, and to work 
creatively together, even though they share the commitment to care for people. We also 
recognise situations in which service users are hindered in their autonomy, like the residents 
in the nursing home. Examples include not being invited to join major decisions, just because 
service-users do not have a position in the hierarchy. Time, trust and a shared long-term 
vision of partners is necessary to achieve goals of social transformation. Working together, 
on an equal level of power with service-users, health care workers and managers, seems 
almost a utopia. 
 
As we see in our Community of Practice for Participatory Research, called Centre for Client 
Experiences, in Amsterdam, it takes time to get somewhere. If we reflect on this case from a 
more macro social–economic perspective, we recognise Annette’s research as a typical 
participatory study in times of care reforms and transition. In our practice we also see 
managers or directors and care workers who resist a redistribution of power. Care and 
welfare institutions in many countries in Western Europe are transforming from institutions 
that are organised top down, internally focussed, without much attention to the autonomy 
of residents, to institutions in which co-creation and engagement in policy and care of those 
who live or work in institutions, family, friends and neighbours is high-profile. 
 
However, this transformation, which fits the approach of participatory research, is combined 
with serious budget cuts. More work needs to be done by fewer people (often in flexible, 
temporary jobs) to realise a higher productivity and efficiency, with a caseload that is 
heavier, while at the same time demands for improved safety and quality of care increase. 
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No wonder that extra activities are difficult to organise in the face of such precariousness 
and work pressure. In practice, we see managers and care-workers being very enthusiastic 
about participatory research, but not open to each other’s perspectives because of 
hierarchical pressure, protocols, and powerlessness in the midst of uncertainty and stress. 
This broader perspective is our lens to understand the resistance to collaboration in 
participatory research. 
 
Case 2.2: Participatory research with adults with Asperger’s syndrome in the UK  
Jackie Robinson  
 
Introduction  
This case is written by an academic researcher based in the UK, describing a research project 
conducted in partnership with people with Asperger’s syndrome. It was designed to examine 
the support needs of people with Asperger’s syndrome. Asperger’s syndrome is a condition 
where people experience difficulties with communication with other people as well as 
understanding social situations. It is considered to be part of the autistic spectrum. In the 
UK, some local authorities have specific social work teams to support people with Asperger’s 
syndrome, while others use specialist mental health or learning disability teams to give 
support. Some people with Asperger’s syndrome live independently in the community and 
have successful careers, whereas for others this is a struggle. 
 
The case 
The research took place in England between July 2009 and July 2012. It involved myself as a 
neuro-typical researcher (in this context neuro-typical is someone who does not have autism 
or Asperger’s syndrome) and three co-researchers with Asperger’s syndrome. We conducted 
the research in partnership, developing every stage of the research together. Together we 
designed the research tools (a questionnaire and questions for focus groups), conducted 
focus groups, analysed data and disseminated results at a conference, which we ran 
ourselves. The aim of the research was to determine what support people with Asperger’s 
syndrome feel they need. We included 30 people with Asperger’s syndrome as participants, 
with some answering questionnaires and others taking part in focus groups. There was an 
initial questionnaire which participants answered online, or by post, or they requested a 
one-to-one meeting with the researcher to help complete it. After the data were analysed, 
two focus groups were held for different participants. The purpose of these was to deepen 
the understanding of the questionnaire data. The aim was to conduct the research in a 
participatory way, so my ideas and pre-conceptions as a neuro-typical person would not 
dominate, but instead would be used to support the co-researchers. I wanted us to ask 
questions which were relevant to people with Asperger’s syndrome and made sense to 
them. I also wanted to understand the data through the ‘lens’ of people with Asperger’s 
syndrome. I did not want to impose my way of understanding the data. 
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I am writing from my point of view as a university researcher. For me, the ethical issues were 
mainly concerned with how much influence I exerted. I was not aware of any published 
participatory research with co-researchers with Asperger’s syndrome at the time I 
commenced the research. I wanted to prove that it is possible to have co-researchers with 
Asperger’s syndrome. I wanted to show that it is the way research is conducted that is 
important and if this is done in an enabling way, then it can be successful. As a social work 
practitioner, I had attended a lot of training sessions based on a deficit model of 
understanding Asperger’s syndrome. The message I had taken was that people with 
Asperger’s syndrome struggle in all social situations. I had been very influenced by Oliver’s 
(2009) Social Model of Disability in my practice and wanted to explore applying this model to 
working with people with Asperger’s syndrome. I was keen to show that if the environment 
was not disabling for people, then they would be able to function in a group situation much 
better. Three main ethical issues arose for me in this project: 
1. I wanted to prove a point and felt the weight of that responsibility. If the research was 
not successful, then I would let the co-researchers down. I had recruited them and would 
add the research to their list of group situations which had been unsuccessful for them. 
Fortunately this was not the case, but I did not know this at the beginning. 
2. I was concerned about how much I influenced the group. We found a way of working 
together as a result of me listening to the co-researchers and finding out what they were 
happy with and what was to be avoided. This worked well and over time we developed a 
real sense of being a group. We respected what each member was comfortable with. 
Part of this respect for each other meant that it would have been very easy to have 
steered the group as the co-researchers listened to me as much as to each other. I did in 
fact have the role of keeping the discussions ‘on track’ as conversations around the data 
in particular could lead to lengthy discussions about the co-researchers’ own experience. 
I realised quickly that these conversations were very valuable as they shed light on the 
data and did act as the ‘lens’ that I was looking for. However, I was often unsure how 
much steering I should do as I did not want to lose valuable insights, but at the same 
time I was aware of keeping to the timescales we had agreed. 
3. Related to this, I quickly realised what a valuable experience the research was for the co-
researchers. They benefitted from the discussions with each other in particular and said 
that none of them had ever had the opportunity to talk to other adults with Asperger’s 
syndrome about their experiences and what it means to live in a society dominated by 
neuro-typical people. This presented me with the dilemma of progressing the research, 
but also allowing the group to have the time to be supportive of each other. This was not 
difficult to achieve, but required time to be given for the research itself as well as for the 
valuable support every group member gave to each other. The dilemma I felt very keenly 
was what were we going to do once the research concluded? 
 
All co-researchers were keen to continue to meet up after the research had ended. It was so 
clear to me that the co-researchers (as well as myself) really benefitted from being a part of 
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our group. Five years after we concluded our research, we are still meeting as a group. I feel 
a great responsibility to continue what I have started. I look for projects for the group to do 
so it can continue to work together. So far, we have co-written and published a journal 
article, been keynote speakers at a conference, taught students at the university where I 
work and produced a DVD. We are now working on a book. 
 
I have found that taking part in this research has been the greatest challenge of my career, 
but has also been the most rewarding thing I have ever done. In working in such a 
participatory way, the co-researchers and I have created a group that has achieved a lot and 
proved that co-researchers with Asperger’s syndrome can be very successful in research. But 
this has also brought responsibilities. I had read criticisms of non-disabled researchers who 
just left the co-researchers after the research had ended and used the research to further 
their own careers. I really did not want to do this and so I have been concerned to continue 
to support the group. I am aware that I cannot do this with another group, as I do not have 
the time. 
 
Commentary on Case 2.2  
Barbara Groot, Melanie Peterman, Ruud van Zuijlen and Tineke Abma  
 
This case shows us the energy of good collaboration and shared benefits for all involved in a 
project. This is how we want to collaborate: a good vibe in a group, a shared goal and 
everybody benefits in a different way. It reminded us that it is important in participatory 
research to share expectations and perceived benefits of the project among co-researchers 
in the team. This could generate a feeling of equity and equality. Reserving time to express 
and talk about everyone’s expectations and learning experiences is important. We might do 
this more often ourselves, because there may be more unexpected benefits than we know. 
We feel that reflecting on the collaboration can be beneficial. 
 
Often professionals, including researchers, see service-users as ‘people in need’ or ‘people 
that need to be protected’. In this case Jackie was concerned that she should not add to the 
co-researchers’ list of situations that had been unsuccessful. This is a typical dynamic in care, 
but also in participatory studies between ‘disabled’ and ‘non-disabled’ people. People often 
think ‘for’ service-users, for example people telling a person in a wheelchair it is too far or 
exhausting to come to a meeting. But why not let people decide for themselves? 
Professional researchers need to stop thinking for people, and talk to the people concerned. 
 
We have experienced that collaboratively researching each other’s responsibility to care in 
participatory research generated surprising insights. Relationally, it is important to raise the 
issue of responsibility because this can lead to a new ‘sharedness’. If researchers have the 
courage to show their concerns about responsibility, they show their own vulnerability too. 
This makes the whole process more shared. From this mutuality all co-researchers may gain 
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strength, and a strong feeling of belonging. This will deepen the partnership, and generate 
new ideas about what ‘partnership’ can mean for all. 
 
Case 2.3: Researching gender-based violence in Rwanda: what do we really mean by 
‘building’ local research capacity?  
Jenevieve Mannell  
 
Introduction  
This case is written by a university-based academic from the UK, who was undertaking 
research in Rwanda on gender-based violence. Rwanda is a country where 20 per cent of 
women agree that their husband is justified in beating them if they argue with him, 22 per 
cent if they go out without telling him, and 24 per cent if they refuse to have sexual 
intercourse with him (National Institute of Statistics Rwanda, 2016). Gender-based violence 
against women by husbands/partners is estimated at approximately 40 per cent (Ntaganira 
et al., 2008). 
 
The case  
The majority of my research looks at trying to understand ways to prevent gender-based 
violence (GBV) in extreme settings, where violence is seen as a normal part of relationships 
between men and women. For the past five years, I have been working in Rwanda on a 
project to develop understandings of community responses to GBV and the role played by 
national gender policies, funded by the London School of Economics Annual Fund. Within 
this context, my research team has been conducting interviews with women who have 
experienced violence, and focus group discussions with community members about 
strategies for its prevention. 
 
A significant focus of this work has been the participation of local researchers as part of an 
effort to build local research capacity – an objective that is high on the agenda of many 
international donors. For the project, I specifically recruited two Rwandan women who had 
previous training in social work from a local university. The purpose of this was to identify 
women who were recent graduates, would benefit from the additional research skills we 
could offer and also had some previous training in discussing sensitive topics in order to 
protect the research participants. I offered these research assistants training in qualitative 
interviewing and focus group facilitation, and held regular research group discussions before 
and after interviews/focus groups to discuss any ethical or emotional issues arising from the 
study. The research assistants were seen as a core part of the research team and were 
encouraged to ask questions they felt were relevant in addition to the topic guide, reflect on 
the data being collected, participate in the data analysis, and provide active written input to 
the published articles and reports. While individuals affected by the issue of GBV in Rwanda 
were not directly involved in the research process (due to ethical concerns about asking 
women experiencing violence to interview other women about violence), this approach of 
62
Chapter 2
149044 Groot BNW..indd   62 26-01-2021   13:44
 
 
involving recent graduates as researchers is consistent with the emphasis in community-
based participatory research on systems development and local community capacity 
building, and a co-learning process where local community members and outside 
researchers contribute equally. 
 
Despite my best efforts to ensure the full participation of the local researchers, this did not 
go entirely as planned for reasons I explain in detail. For me, these challenges raise core 
ethical questions around the meaning of research participation in low-income settings. Data 
collection went well, and the previous skills and training of the researchers helped to ensure 
their full participation in this stage of the project. The researchers had their own ideas about 
what they wanted to explore during the focus groups (e.g. one researcher was interested in 
dowry and its influence on experiences of gender-based violence), and they were 
encouraged to do so. However, after data collection was complete it was quite difficult to 
engage the local researchers in the analysis and writing process. A major part of this was 
that I could not pay the researchers for their time in this stage of the research. The small 
grant we received to carry out this piece of work included the direct costs of research 
activities (e.g. researchers’ time in collecting data), and not additional informal collaborative 
activities (e.g. skype conversations with the research team, or time for writing). This was not 
a limitation put on us by the funder (although it is often the case that funders place 
restrictions on the types of research activities they are willing to fund). In our case, the funds 
available were very small – only £5,000 – and we were therefore only able to cover activities 
that were absolutely essential for data collection. The local researchers expressed 
frustration with my efforts to engage them in the analysis and writing process, saying they 
did not have time to devote to it and preferred to focus on other paid work. Eventually, they 
stopped responding to emails asking for their input, particularly during the process of 
writing. One of the local researchers explicitly said she did not want to participate in writing 
the final articles and would like to be removed as an author from the final papers. 
 
In a context where paid work is largely ad hoc and irregular, this reaction to research 
participation is hardly surprising. Rwanda is a country undergoing rapid economic 
development. However a significant proportion of women are either unpaid for the work 
they do (19 per cent) or are paid through a combination of cash and in-kind (43 per cent) 
(National Institute of Statistics Rwanda, 2016). There is considerable pressure on young 
graduates to find work wherever they can, to be multi-skilled and infinitely adaptive. As an 
academic I value the idea of trying to bring about social change through my research 
consistent with a community- based participatory research epistemology, however for the 
local researchers involved in this project, research participation is just another piece of paid 
work. This makes it extremely challenging to uphold an ideal of participatory research as a 
political process that involves lay people in theory making. In this case, the ideal of building 
local capacity runs the risk of becoming a catch-phrase written into funding proposals rather 
than something that adequately reflects the reality of research on the ground. 
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Commentary on Case 2.3  
Barbara Groot, Melanie Peterman, Ruud van Zuijlen and Tineke Abma  
 
The struggles of the author of this case are recognisable for us, especially because we also 
work together with all different sorts of people in participatory research, often in academic-
led studies, funded externally. We sympathise with the women who do not get paid for their 
contribution in the analysis and report writing phase. We reflect on our privileged position, 
living in a Western country in which the government arranges an unemployment benefit if 
you do not have a job. Sharing power over resources can be challenging, especially for the 
initiator. What rights and privileges does an initiator have to allocate resources for 
(sometimes yet unknown) others and their own activities as a facilitator or academic? To 
what extent is academic expertise necessary in relation to the shared goals and to the 
research funder? What is the facilitator’s own philosophy about sharing resources at the 
start and for the long term? What are the needs (for financial compensation) of the people 
involved in the team? In our experience these questions are all relevant, but there are no 
easy answers and solutions in practice. 
 
The difficulties are rooted in system logics, expertise and quality standards. Contemporary 
academic life is precarious. Permanent, fixed positions are rare in universities, leading to 
insecurity, competition, and an enormous pressure to be academically productive and have 
social impact (Abma, 2016). So, researchers are expected to raise funds to maintain their 
own positions at universities. This then implies that both the community-based people 
involved in the study, as well as the academic researchers, are in precarious positions and in 
need of resources. This creates tensions in the process of allocation of the budget. Besides, a 
facilitator needs to have skills and vision, which is essential for the process of participatory 
research, and frequently participants or people who are the subject of the study may not 
(yet) be skilled in research. Moreover, the initiator is formally responsible for the quality of 
the outcome and output of the research for the funder. All these barriers make decisions 
about sharing resources difficult. 
 
Case 2.4: Starting as you mean to go on: Including young people in a participatory research 
project in the UK  
Candice Satchwell  
 
Introduction  
This case was contributed by an academic researcher based in a UK university. It discusses 
issues arising at the start of a participatory research project with children and young people, 
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The case  
I was Principal Investigator for the first time on a UK research council-funded project entitled 
‘Stories to Connect’, about children’s narratives of resilience and transformation. The 
project, at the University of Central Lancashire (North West England), was a collaboration 
with the regional unit of Barnardo’s, a UK charity supporting vulnerable children. The 
research team included four academics from different disciplines and myself, supported by 
the management team at Barnardo’s. The university had previously worked with Barnardo’s 
young people aged between 13 and 25 years old through the university’s Centre for Children 
and Young People’s Participation. The aim of the new project was to reach out from this 
group to children and young people with no previous involvement. 
 
At the start we needed to recruit one full-time or two part-time researchers. To fulfil the 
requirements of our funder and the university, we needed people with PhDs and relevant 
research experience. However, since the researchers would also be working closely with 
young people, it was crucial that the young people also regarded them as suitable. The 
academic team felt we should include young people in the selection process. However, while 
we positioned our project as collaborative and participatory (we were working with 
Barnardo’s and training young researchers to work alongside the academic team), ultimately 
the decision-making power lay with the university. Two academics drew up the short-list of 
candidates for interview and it would have been easy to go ahead and conduct interviews 
with only academics on the panel. However, we decided we should give the young people a 
say in who would be working with them, and with us.  
 
So, who should the young people be? How would they get to the venue? Would they be able 
to come on a school day? Who should accompany them? What contribution would they 
make to the selection process? Could we keep them there all day – there were eight 
candidates to consider? How much input would they have in the final decision? What if we 
disagreed? In addition to these questions, when our intention to bring Barnardo’s young 
people into the university became apparent, I was also asked, ‘Have you done a risk 
assessment?’ Attempting to establish links with young people willing and able to come on 
the specified day required liaising with Barnardo’s and the County Council. On the day, one 
Barnardo’s worker and one Council worker brought three teenage boys. They had been 
selected by the workers as young people they had contact with, who were available (two 
were in care, one was a young carer for his parent, one also had a sight impairment). 
However, they did not know one another, and first had to establish connections and 
agreement amongst themselves about how to approach the interviews. They decided on 
three main activities: an ice-breaker game; a role play involving a bully, a victim and a 
teacher; and an activity to design a day out for a group of young people with disabilities 
within a given budget. 
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To avoid keeping the boys there all day, we allotted two 45-minute sessions for them with 
four candidates in each. The boys devised a grid system by which to ‘grade’ the candidates. 
After the two sessions the boys agreed on their scores, and gave their grid to the three 
academics on the interview panel (two female project team members and one independent 
male academic) in a sealed envelope. At the end of a long day the three academics had to 
make a decision. The boys, and pretty much everyone else, had gone home. The candidates 
were a remarkable set of individuals, each with different attributes. Not only did we have to 
decide whom to appoint, but also whether it was better to have one person or two people, 
taking into account the preferences expressed by each candidate. As Principal Investigator, I 
felt the decision was critical for the future of the project. We narrowed our selection down 
to three or four, but then reached an impasse. 
 
At this point we opened the envelope. In retrospect I wonder if we should have opened the 
envelope sooner – or later? As it happened, the young people’s decision helped us. With the 
young people’s feedback we were able finally to settle on one person to fulfil both roles, a 
candidate that all the academics and all the boys were happy with. 
 
When the boys left us with their envelope, they asked if they could tell the chosen person 
the good news. Frankly, my heart sank. I wanted that job! And how on earth could it be 
managed? I didn’t have phone numbers for the young people so I would have to go through 
the workers. I wanted to tell the candidates as soon as possible, and needed to tell the 
successful one first – what if the boys weren’t available at the right time? Which of the boys 
would it be – it could not be all of them? 
 
As it happened, it could be managed, although not without some effort. I first obtained via 
their workplaces the mobile phone numbers of the two workers involved; then they 
contacted the young people for their availability and permission to share their phone 
numbers with me. The young man who cared for his parent was available but could not 
leave his house; the others were unavailable. Eventually, after experimenting with my office 
phone, I arranged a three-way phone call, so that he was able to break the news to our 
chosen candidate. Reflecting after the event, our appointed researcher explained how she 
felt at the end of the interview experience: 
 
I left feeling dumbfounded by the whole experience and wanted to get the job now more 
than ever, having had first-hand experience of seeing the young people positioned as real 
stakeholders of the project and feeling that they seemed to have a real say in major 
decisions – I was keen to see how this might play out as the project evolved. 
 
The researcher explained to me afterwards her delight in hearing directly from the young 
man. Her comments about the young people’s position as ‘real stakeholders’ are thought-
provoking for us, as the project evolves and we continue to face challenges and dilemmas. 
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Nonetheless, reflecting on the beneficial outcomes of this initial interviewing process leads 
me to embrace the possibilities of participatory research. It has certainly changed the way I 
think about the research process, and it will be difficult for me to retreat back to more 
conventional relationships among participants. 
 
Commentary on Case 2.4  
Barbara Groot, Melanie Peterman, Ruud van Zuijlen and Tineke Abma  
 
We are pleasantly surprised about the responsibility the boys received from the academic 
researchers. We feel this is a very good example from which to learn in relation to our own 
practice. By inviting the boys to take on the responsible task of working together in the job 
interview and telling the good news to the chosen young person, the academics shared 
ownership of the decision-making process. Sharing the responsibility and ‘nice jobs’ says a 
lot about how egalitarian people are in relationships. 
 
Besides, this case reminds us about the difficulty of working with participatory research in a 
traditional organisation with traditional procedures and hierarchical attitudes. It requires 
flexible thinking and working, as demonstrated by Candice. An example is the question 
about the risk assessment, which Candice received from her university colleagues. We 
interpreted this from our own experiences, in which we constantly have to convince people 
to work differently – especially if you want to share power with people without a title or 
certificate, like the boys in this case. For us it indicates that people in hierarchical positions 
of power may fear the loss of power. 
 
If we practise participatory research, one of the principles is to engage those whose lives are 
the subject of the study in as many phases of the study as possible. In participatory practice 
it is common to prepare meetings together in a group, meet each other as co-researchers 
before the start, discuss who wants to be present at meetings and what tasks are available 
to do. In this case, it seems that the academic researchers decided to involve young people 
at a rather late stage in the process, which meant that they could not prepare together in 
advance of the interview day. They also felt that they could not keep the boys and their care 
workers all day at the university. This meant that the academic researchers had to make the 
final decision. This raises the question as to whether it could be regarded as patronising and 
tokenistic, given the age of co-researchers, not to include them in the final decision. 
 
Part 3: Concluding comments  
This chapter shows the importance of reflection on power dynamics, interpersonal relations 
in micro-contexts, partnerships and collaborations. Participatory research values egalitarian 
partnerships and mutual caring relationships. These need to be developed and are often 
under pressure. Collaborative reflections on, and evaluations of, the partnerships are 
therefore necessary to stay emotionally tuned. This includes exchanging perceptions of 
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responsibility, collaboratively analysing power dynamics and exchanging visions on the 
macro-economic influences that impact on local collaborations. Such efforts stem from an 
ethos of ‘slow research’ (Ulmer, 2017) in order to contribute to social transformation. 
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Reflecting about others’ ethical case is precarious work  
 
June 2017. 
Who wants this reflection? Why do we need to dive into this negative moment in the project? 
Why do we do this? 
 
In 2016, I had found my focus: I wanted to dive into challenging ethical situations in PHR, 
focusing on partnership and power, and learn from the experience. At that moment, I 
thought, it is more comfortable to reflect on cases of other people than of yourself. So, 
when a precarious situation happened in a PHR project of colleagues regarding media 
relations, I thought: this will be an excellent case with learning potential to reflect on. By 
email, we started to reflect and link theory to the situation together with Tineke Abma and 
Janine Schrijver – two of the four researchers involved in the case. A year later, Tineke and I 
officially started a study to reflect on the case from different perspectives, in collaboration 
with Janine Schrijver, who was as a scholarly artist in the PHR study. 
 
As I said, I thought it was more comfortable to reflect on the case of other people rather 
than on my own issues. But, in practice, it was not. It felt messy. First of all, the idea of 
writing an article about this topic came from Tineke and me. It was not the idea of, for 
example, the other PHR researchers in this study, like Janine Schrijver. Let alone the people 
involved in the study as co-researchers. I saw defensive behaviour when I stared 
conversations about this ethical case. It was not their choice to reflect on what, in their eyes, 
were negative moments in the project. They questioned us: “Why do we want to do this? 
Whose plan is this? Why do we need to show the world what made us ‘fail’”? In that 
moment, I realized that using cases based on other people is precarious for those concerned, 
and everyone who is involved must have a manifest or latent need to reflect on a specific 
case. Without the commitment to reflect on a specific case, it could potentially recreate a 
vulnerable and even negative experience. Moreover, I involved only the PHR researchers 
from the start, not the other co-researchers. The PHR researchers were the gatekeepers in 
this study, and did not share access to the co-researchers in the first place. 
 
In this process, I learned that sharing ethical issues takes courage. As a sharer, you are 
vulnerable. I also learned that sharing ethical issues calls for a balance of sharing the positive 
impact of a PHR project along with the uncomfortable reflections that people might frame as 
‘failures’. Conflicts are not technical problems caused by using ‘wrong’ methods or by the 
researcher’s inadequate navigation in the field. However, understanding conflicts as they 
state, is a vital aspect of the epistemological, methodological, and analytical foundation of 
research. Reflections on conflict and its complexity are unavoidable and a condition for the 
production of social scientific knowledge. A reflexive process makes PHR more transparent  
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and methodologically and analytically insightful. Novice PHR researchers could see reflecting 
on ethical issues as reflecting on failures. So, the moment of reflecting on ethical issues is 
crucial. 
 
Finally, I learned that writing about a case, together with people who are involved as co-
researchers with a focus on learning, is not ‘normal’. In this project, I recognize that in other 
projects, even the word ‘research’ might scare people off. Writing, especially in English, also 
requires a level of competence, and often has negative associations, such as medical records 
and diagnosis. A lot of people in vulnerable situations have negative experiences with people 
writing things ‘about them’. I was aware in this project that I was perceived as 
untrustworthy, because I came to write things down. This part of the job of a PHR researcher 
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Are you afraid of press 
and social media?
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Participatory health research (PHR) and the use of arts-based methods continues to grow in 
popularity. Many scholars acknowledge the importance of (visual) ethics, especially in 
dissemination of photographs in a digital age, but ethical issues that arise in contact with the 
press and social media are not well documented. This article presents second-person action 
research of a critical case of photovoice, in which ethical issues arose when a newspaper 
article reinforced stigma, and was widely disseminated via social media. Press and social 
media can rapidly engage people for social change, but this also presents risks. What is the 
potential to de-stigmatize? The context of the case example in this article the participatory 
KLIK project, that aims to improve the health and resilience of schoolchildren aged 8-11 
years in a deprived neighbourhood. Awareness of the possibility of political listening and 
viewing is fundamental for an ethical practice. This article shows the importance of co-
ownership, media literacy and collaborative learning about ethics in PHR. 
 












Participatory visual methods are extending their base and growing in popularity (Mitchell, 
De Lange, & Moletsane, 2017), among which one of the most popular is photovoice (Wang & 
Burris 1997). Photovoice is gaining ground in diverse fields and disciplines (Catalani & 
Minkler 2010; Christensen 2019; Dassah, Aldersey, & Norman, 2017; Hergenrather et al., 
2009; Lal, Jarus & Suto, 2012; Yanos et al., 2015). In photovoice, people can identify, 
represent, and enhance the strength of their community through a specific photographic 
technique (Wang and Burris 1997). Participatory visual methods provide generative 
possibilities for engaging participants in researching and presenting their issues through 
visual methods (Mitchell et al. 2017). 
 
A prime motive for conducting participatory health research is social change, which may 
include, among others, transformational learning at an individual, organizational, and 
community level. This knowledge may foster individual and collective empowerment, help 
with network building, deepen and extend relationships, and broaden people’s social 
networks (Abma et al. 2019). Visual methodologies and creativity are essential for social 
action, and can encourage new conversations and dialogue, alter the perspectives of 
participants to take action, stimulate policy debates, and lead to policy development 
(Mitchell et al. 2017). 
 
Social change rarely comes either without a struggle or ethical issues (Davis and Vaughan 
2019), which are at the heart of every participatory study (Banks et al. 2013; Banks and 
Brydon-Miller 2019; Kwan and Walsh 2018; Sandlin et al. 2018; Wilson, Kenny, and Dickson-
Swift 2018). Working with visual material, such as photographs taken by participants in 
participatory health research, raises specific ethical issues, especially when the press and 
online (social) media are involved. In the literature on visual ethics, the main discussion is 
about potentially causing harm to research participants because they are misunderstood or 
misrepresented, or their confidentiality and privacy are threatened (Aldridge 2012; Dockett 
and Perry 2007; Murray and Nash 2017; Warr et al. 2016). Harm seems to occur mainly at 
the point of dissemination. Warr and colleagues (2016) call attention to the ease with which 
digital images can be replicated and shared in an online era. While audience reception of 
disseminated photographs is seen as necessary (Wiles et al. 2008) in learning, engaging 
audiences, and social change, little attention has been devoted to ethical issues in the 
literature (Mitchell et al. 2017). It seems that only few scholars (Allen 2015; Walsh et al. 
2008) describe their ethical dilemmas about photovoice and contact with journalists. 
 
This article presents second-person action research of a critical moment in participatory 
health research in which the participatory visual method of photovoice was used at the start 
of a participatory action project with primary school children (Abma and Schrijver 2020a, 
2020b; Abma, Lips, and Schrijver 2020). This study is called KLIK (in Dutch: Kinderen Leren 
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Inventief Kracht), which refers to the click (in Dutch) of the camera and is an acronym for 
Children Learn Inventive Power. In this case, ethical issues arose when the press framed a 
stereotypical message, which was widely disseminated via online (social) media. The 
questions this study addresses are fourfold: 1) what impact does an interview with a 
journalist have? 2) what values are at stake in photovoice and contact with the press and 
social media? 3) how did the audience receive the on- and offline disseminated photographs 
and messages about the project? And 4) what was the potential to counter destigmatization 
in this case?  
 
The main purpose of this article is to share lessons learned about contact with the press and 
related social media in a photovoice study. We focus on and explore how photovoice and 
visual methods can be a way to counter stigmatized images. News and social media can 
rapidly engage a broader coalition for social change. However, we also acknowledge the risk 
of reinforcing stigmas and negative influences on trust and dignity. Awareness of the 
possibility of ‘political listening’ (Mitchell et al. 2017) and ‘political viewing’ is fundamental in 
ethical practice, as well as using the potential to de-stigmatize. 
 
Material and methods 
 
Context 
We assume that a way to learn about audience reception and exploration of ethical issues is 
through delving into the particulars of a specific situation (Nussbaum 2001; Ashcroft et al. 
2005). Moral issues are always grounded in practice, and learning starts with reflecting 
together on a particular situation. In this article, we delve into a case that occurred in the 
first year of the KLIK study. We (Abma and Schrijver, 2020a) describe the broad context of 
KLIK, the participatory approach, and lessons from participatory health research and 
photovoice in a primary school context. The study lasted for four years and had nearly 
finished at the time of this publication. Table 1 in Abma and Schrijver (2020a, 5) provides an 
overview of the activities in the first year, just before the newspaper article was published.  
 
Research team 
The author-team works from a critical paradigm (Groot and Abma, 2018). The first author 
conducted this study as a critical friend (cf. Kember et al. 1997) — a person who understands 
the research project, shares concerns, wants to provide honest feedback in several stages of 
the research process, and reflects together on the process of participatory research. The 
second and third authors are initiators and participatory researchers of the KLIK project. The 
first author had no formal connection with KLIK. She took the lead in data generation, 
organizing collaborative analysis sessions with the other co-authors, and sharing findings 
from the evaluation. She sought to enhance mutual understanding among the three 
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Choice of the case example 
This study focuses on a critical case example that is deliberately selected as a critical 
illustrative case with ‘learning potential’. This means that even though a case is not 
representative, it will bring a better understanding of the activities and relationships will 
emerge (Abma and Stake 2001, 2014). A critical illustrative case with learning potential helps 
to illustrate matters that are overlooked in typical cases (Stake 1995). In practice, it was 
immediately apparent that this case stood out and was thought-provoking, revealing 
complexity, ethical issues, and social dynamics. The authors recognized the salient ethical 
issues this case highlighted (Banks and Brydon-Miller 2019). They felt an urgent need to 
reflect on what had happened in order to learn from it, to develop appropriate responses as 
well as to enrich the knowledge base in the participatory action research (PAR) community 
(Lennette et al. 2019) and participatory visual methodologies (Mitchell et al. 2017). Several 
discussions in meetings of the International Community of Participatory Health Research 
(ICPHR) in 2017 and 2018 further informed the decision to examine this case in greater 
depth, because international colleagues recognized it as an extreme case with learning 
potential for ethics and participatory visual methodology. 
 
Methodology 
This article describes second-person action research of a critical case example, 
complemented by feedback from internal and external stakeholders. In academic research, 
we are used to third-person inquiry where the researcher typically stands outside the field of 
study. The researcher is not a neutral bystander, however. In anthropology, it is more 
common to reflect on the researcher as first-person, because the individual cannot be 
completely denied and erased from the research. In the fields of PAR and related fields, 
second-person inquiry is a common way to explore and reflect jointly on the researchers’ 
position and frameworks, and how these influence the study (Brydon-Miller and Coghlan 
2018; Coghlan 2019; Reason and Torbert 2001).  
 
Second-person inquiry is grounded in a relational epistemology. ‘The experience of the 
relationship between persons, the act of encountering each other, is a vital and informing 
part of human life that is an inextricable part of how the world is understood and how 
knowledge of it is generated’ (Coghlan and Brydon-Miller 2014, 698). In second-person 
inquiry researchers learn in collaboration with others in a community. By sharing 
experiences and feelings, reflexive thoughts, exploring issues together, listening to, and 
engaging other perspectives in this process, people collaboratively make sense of their 
experiences. Such joint and participatory reflections can be the basis of new collective 
actions. In this case, an academic researcher (TA) and community–partner (JS) who initiated 
KLIK in their neighbourhood were interested in exploring their moral questions and 
vulnerabilities related to their critical case example. They invited a critical friend (BG) to join 
them in this inquiry and ask critical questions to co-design appropriate participatory actions 
in response to the newspaper article. 
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Data collection and analysis 
During the period of this second-person inquiry, the author-team examined this case by 
collaboratively reflecting on the situation ourselves. We also gathered data from different 
perspectives on the situation. The reflections from different perspectives (children, parents, 
school, funder, citizens, professionals, and policy-makers) informed the actions taken in the 
study’s approach. Methods to gather perspectives of various stakeholders were desk 
research, netnography, informal group discussions, and interviews with diverse persons 
from several perspectives. See Table 6 for the different data sources. The data were 
collected iteratively for over three years (2016–2018) in parallel with the KLIK project. 
 
The focus of the research process was the authors’ learning process. All three authors 
consented to the use of data for this publication. We did a member-check of the formal 
interviews and group discussions. This sub-study is incorporated in the KLIK study, which is 
approved by the Medical Ethics Committee (VUmc 2016.582). 
 
Framework of analysis 
The process of analysis was a cyclical and iterative process. We repeated steps and discussed 
our findings several times before we were satisfied with the answers to our questions. The 
first author conducted a thematic analysis of the data (Braun and Clarke 2006). First, to 
answer the question about audience reception, emic themes were identified: ‘humiliation’, 
‘confirmation’, ‘reinforcing’, and ‘make the personal political’. Second, by analysing the 
ethical dilemma, the ethical principles of participatory health research (ICPHR 2013b) served 
as a framework. The first author chose quotations from the data that most corresponded 
with the emic themes and ethical principles and discussed them with the last author until 
consensus was reached. Finally, in a group analysis session, the question about lessons 
learned was vital. The first author summarized these lessons and did a member check with 
the other two authors. 
 
Quality 
This study uses triangulation to overcome deficiency and biases (Denzin 1970). Different 
types of data sources were used, namely, texts and photographs from newspapers, other 
documents, and emoticons from public websites and social media, as well as transcriptions 
and notes from interviews and group sessions. Furthermore, multiple methods were used at 
different times and with different people. To ensure the transferability of this study, we tried 
to make the findings meaningful to others by describing them and their context in detail 
(thick description), and by explaining our choice for this in-depth case study to foster 
naturalistic generalization from the studied context to the context of the reader. We 
ensured reliability by collecting data until no new themes emerged (saturation) and 
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Perspective Methode Data 
Participatory 
researchers 
Second-person inquiry sessions Conversations about experiences 
and reflections 
Reflections of the participatory 
researchers during the process 
Texts in the field notes and emails 
between the authors 
Informal interviews (n=3) Transcribed audio-taped with 
participatory researchers of KLIK 
Children Group discussion (organized) at lecture 
about ethics and participatory research 
(1 session, n=7) 
Field notes of the plenary discussion 
with advocates of children 
Parents 
 
Informal conversations with the children Texts in field notes of the second 
and third author 
Group discussion (organized) (n=5) with 
representatives of mothers in a 
vulnerable situation 
Transcribed audio-taped group 
discussion 
Informal conversations with the parents Texts in field notes of the second 
and third author 
School Informal conversations and emails with 
the school director 
Texts in field notes of the second 
and third author 
Funder 
 
Informal interviews (n=1) with a 
representative of the charity fund 
Transcribed audio-taped   
Citizens 
 
Netnography Online (social) media posts, 
comments, and reaction buttons on 
the newspaper article 
Professionals 
 
Netnography Online (social) media posts, 
comments to posts, and reaction 
buttons on the newspaper article 
(Potential) 
Policymakers 
Group discussion (organized) at lectures 
about ethics and participatory research 
(2 sessions, n=80 in total) 
Field notes of the plenary discussion 
Table 6: Research methods, data sources and period of data gathering 
 
continuously re-examined the data using insights that emerged during analysis (iterative 
data analysis). Finally, we were flexible and open towards the process and topic 
(flexible/emergent research design). 
 
Various ethical principles were taken into consideration during this second-person inquiry: 
working on mutual respect, participation, active learning, making a positive change, 
contributing to collective action, and personal integrity (Centre for Social Justice and 
Community Action and National Coordinating Centre for Public Engagement, 2012; Banks 
and Brydon-Miller 2019). In practice, this meant that the three authors formed a partnership 
or team from the start of the project. Approval was obtained for the publication of all photos 
used for publications. 
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The Critical Case 
One of the goals of the programme from the KLIK charitable foundation was to share 
knowledge with a broader audience. The foundation employed a public relations officer to 
develop a communication plan for the programme to disseminate the knowledge from the 
needs assessment phase of the projects. One of the actions was to share the findings of all 
projects on its website. The public relations officer recognized KLIK as a unique project 
because it was a project with (not ‘on’) children, and some of the pictures of meals by made 
children were used in the funder’s public relations and communications materials. A 
journalist from a quality national newspaper picked up on this material. 
 
One Friday morning, the journalist called one of the KLIK participatory researchers. The 
researchers had just started their project and not yet discussed their press communication 
policy in any depth either with the broader research team of children and parents, or with 
other stakeholders in KLIK. They did, however, discuss the approval of all photos used for 
publications with the children and parents (Abma and Schrijver 2020a, 2020b). That evening, 
a journalist interviewed both participatory researchers for an article to appear in the 
Monday morning edition of the national newspaper. At the point of the interview, both 
researchers felt that the journalist over-emphasized the negative aspects of the 
neighbourhood and the problems facing the children and families, as well as the obstacles to 
achieving a healthy lifestyle, and worked hard to persuade the journalist of the resilience 
among the children and families.  
 
The result was an article in a respected national newspaper with a headline that stressed 
concerns about the neighbourhood, such as: ‘Dit eten de kinderen in de Rotterdamse 
achterstandswijk Oud-Charlois’ (in English: These are the children’s meals in the 
disadvantaged neighbourhood of Oud-Charlois; see Visual 3). The text was more balanced, 
but also included sentences like: What if you provide a camera to kids in Oud-Charlois and 
ask them to take pictures of their evening meal? No vegetables… in a neighbourhood with 
more snack bars than greengrocers… Six of the nine photographs that the third author had 
provided to the press were published above the article. The children were at that time still 










Visual 3: The newspaper article that is crucial in the study 
 
Naivety in dealing with the press? 
 
Overwhelming 
From the perspective of the participatory researchers, the moment after the publication of 
the newspaper article was overwhelming. In particular, the speed of press relations and of 
the way the press framed the message stood out. 
 
Researcher: It happened so fast. We just started our participatory health research KLIK, a 
project with children and parents in an urban neighbourhood, when we got a call from the 
office of the KLIK charitable foundation. They asked us if we could say something about the 
creative start of our participatory project: a process of photovoice with the children in the 
neighbourhood. I said, ‘yes’, because I was proud of the process with the children. Besides, 
the social impact could be a start to make a social difference. The next day, Friday, an 
interview took place. I somehow sensed that I had to ask the journalist to interview not only 
me but also my colleague who lives in the neighbourhood just like I have done for 30 years to 
gain a broader perspective than only my own. I selected nine photographs that were 
anonymous because we wanted to avoid doing any harm to the children. The nine 
photographs gave a nuanced set of photographs the children had taken in the photovoice 
project. I received the final article on Friday evening. If we agreed with the article, only 
factual errors could be corrected, not the storyline. When I saw the article at first, I was 
happy that they had selected six of the nine pictures, which gave a nuanced view (see Figure 
1). But then I read the headline of the article, and felt awful. This was not the message we 
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wanted to disseminate. However, the editor-in-chief of the newspaper had decided on the 
headline. I was furious... Although I worked as a photographer for a national newspaper in 
the past, this time I was on the other side, and was flabbergasted. 
 
Ethical dilemma 
The day after, many other national and local newspapers called the researchers, and a 
television station even wanted to do a story in the school playground. The researchers faced 
a dilemma: Should we stop or continue the media exposure? In deciding what to do, several 
arguments were discussed. 
 
There were many arguments for halting the exposure, mainly because the values of shared 
ownership and dignity were at stake. First of all, the media attention was not anticipated 
and had not been discussed with the school, parents, children, and neighbourhood partners 
in advance. It appeared difficult to control because the journalist and newspaper 
determined the frame of the story (although slight changes were made). Second, the photos 
were not initially intended for external use, nor selected to be used externally (outside the 
school). The intended use was to start conversations among children, parents, and teachers 
inside the school, and eventually with other people in the locality. We had not yet finished 
with our joint process. Now the photos had suddenly been shown to a different audience 
and with a different purpose. Third, the names of the school and neighbourhood were in the 
newspaper, apparently to give credit to the school, but those involved were not 
anonymized, making them ‘traceable’ and therefore more vulnerable. Fourth, the school 
was vulnerable because of the extra attention attracted from external accountability 
institutions. Fifth, relationships that had been built very carefully over a year now came 
under pressure; children were always very enthusiastic, but in the article, they were now 
poorly portrayed. Finally, the words ‘poor’ and ‘disadvantaged’ again stereotyped and 
‘blamed’ the neighbourhood residents. Oud-Charlois Rotterdam Zuid, a neighbourhood 
where dock workers used to live, had already for many years been subjected to stigmatizing 
representations of poverty and people with a migrant background in the mass media. 
 
On the other hand, in participatory health research, social change and action is a core 
principle, and this article attracted a lot of attention, engagement, and dialogue. Exposing 
the project externally was a way to get public attention. It put the issues of overweight, 
health disparities, junk food, and ‘no one taking responsibility’ on the political agenda. The 
researchers did not want to silence real problems and health disparities. Furthermore, 
outsiders from academia and political movements reacted positively to the newspaper 
article in personal interactions with the project facilitators.  
 
Although it was not an easy decision for the research team, they decided to stop contact 
with all press outlets. Shared ownership and dignity were more important than dialogue 
about social change in this stage of the project. The negative impact of the newspaper article 
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on the people who are subject to the research was not a good start for this long-term 
project, in the view of the research team. 
Researcher: I felt there was a sense of voyeurism. As a result of the chosen frame, the 
issue was projected on the adults [parents and teachers]. This was not good. Health 
disparities are not only an individual, but a social and political issue related to structural 
disadvantages, and this was not the frame of the newspaper article. 
Social media: reinforcing stigma 
By sharing lessons about this event, we, as author-team, learned about the ethical issues 
and values it posed, but were also interested in the perspectives of other stakeholders in this 
case. In seeking different perspectives, we found a ‘hidden’ online reality of which the 
participatory researchers were not aware. The text of the newspaper article was duplicated 
in other different popular online media platforms and online newspapers, including another 
title: ‘Kinderen in achterstandswijken fotograferen hun eten: ‘Hier valt winst te behalen’ (in 
English: ‘Children from disadvantaged neighbourhoods photograph their food: benefits can 
be achieved here’). Some included only one of the six photographs from the original 
newspaper article. These online messages were disseminated on the same day by ten 
different (social) media platforms. The number of reactions to the text and response buttons 
(likes, dislikes, etc.) from the readers is shown in Table 7. The number of passive (social) 
media viewers is unknown. 
 
Source Comments Shares/retweets Response 
buttons 
RTL nieuws (online) 163  328 
RTL nieuws (Facebook) 843 90 shares 709 
Geen Stijl 99   
RTL nieuws (Twitter) 24 7 retweets 5 
Babyenkind.nl 5   
Foodlog 2  1 
Kekmama.nl   5 
Facebook (Healthy living) 4 2 shares 11 
Facebook (Institute for care of young children)   6 
Twitter 10 22 retweets 15 
Total 1150 121 1080 
Table 7: Post and reactions on online (social) media to the traditional newspaper article  
 
The analysis of the posts and reactions online and others’ reactions showed that some 
stakeholders focused on the feelings of humiliation, but others confirmed and reinforced the 
stigma. Only a few more critical responses were focused on the need for social change and 
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Parents and children: humiliation  
People who live in similar situations as those involved in KLIK, such as the representatives of 
mothers and children, reacted with shock to the newspaper article. They felt that the press 
attention was humiliating for ‘mothers like us’, ‘children in that neighbourhood’, and the 
‘citizens of the neighbourhood’—the article headline in particular exasperated this audience. 
Although the diversity of photographs did not in any way support that message, the headline 
nevertheless irritated them. Most mothers and children did not read the article anyway, but 
especially expressed their annoyance with the way newspapers seek attention. 
A mother: Humiliating. Really. It feels denigrating. I am mad about a journalist who is 
responsible for this. 
 
Anonymous post 104: I do not know who wrote this item, but I am very angry. First of 
all, Oud-Charlois is no ‘disadvantaged’ neighbourhood. Just because migrants are living 
here? Besides… 
 
A child: Why this heading… Disadvantaged neighbourhood. Why? 
‘Others’: confirmation  
A large group of online social media users expressed their opinion in short statements, 
repeating the message as framed by the journalist. Their posts confirmed that people in this 
neighbourhood were unhealthy, that parents do not provide proper meals for their children, 
and that ‘these people’ do not spend their money wisely. They gave each other examples 
online to support their opinion. 
Anonymous post 43: I do not think it [eating unhealthily] is about money, but laziness. 
 
Anonymous post 92: I see several examples in my neighbourhood. Daddy drinks beer, 
but kids need to eat rice, rice, and rice. No variety at all. But… they have money for 
smoking and alcohol. 
 
Anonymous post 275: Did you expect anything different from Charlois? 
(Future) Policy-makers: some reinforcing 
Some policy-makers reacted in the same way as the children and mothers. Others, and most 
students (future health policy-makers), responded in a very neutral way to the newspaper 
article. They were neither impressed nor provoked by the headline of the news item and 
received the message as a fact. They reinforced the headline with references to the numbers 
from quantitative research about deprived areas and people with a low social, economic 
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felt humiliated by the headline, this readership did not react at all. Most students did not see 
any ethical issues arising from this newspaper article. 
A student: This is just how it is: in these neighbourhoods do live families with lower 
health status. Why can’t we say that? 
Critical audience: make the personal political 
A small online audience reacted to the article in a political way. They called for attention to 
be paid to inequalities caused by the system. One person, for example, claimed that healthy 
products in the supermarket are much more expensive than the unhealthy ones, asking why 
healthy food is not subsidized. Others described, sometimes in detail, that if you live with 
difficulties, it is difficult to be creative and manage a small budget. They explained, for 
example, the health impact of psychiatric problems, being a single mother, working late 
hours for jobs that pay poorly, or always living in a state of survival. They claimed that it is 
easy to judge families living in a vulnerable situation, but that we as a country could organize 
our society differently in such a way that everybody can cook healthy food and be at home 
at dinnertime to raise their children. Some call for social action in their online reactions. 
Anonymous post 166: I am a single mum and try to cook healthily, but it is very difficult. 
You have to look for it all the time. I think it is very bad that unhealthy is cheaper than 
healthy food! 
 
Anonymous post 83: I worked as a teacher. A student of mine lived in a single-parent 
family. The mother worked 13 hours a day in a factory. Cooking healthily, helping your 
son or daughter with homework, etc. It may look cheap for businesses to exploit 
employees, but we pay the consequences as society as a whole. 
 
Online reaction 21: Let’s help these people and raise attention to give support to these 
people. Whatever type of support they need. 
 
Online reaction 39: Stop this ‘old’ news. Just act! 
Potential for de-stigmatizing 
As the author-team, we learned from these online reactions. First of all, although newspaper 
attention to a participatory research project could encourage recognition of social problems 
and potential solutions, it could also stigmatize and cause negative feelings in the 
community and the stakeholders involved. The team of participatory researchers was not 
aware of the ‘hidden’ online world, in which other realities could be formed in a short 
period. Second, the experience of dealing with the press is a sensitive one. In this study, the 
children were still in the middle of analysis and organizing an exhibition. What was their 
message at that moment? Their ‘voice’ had not yet been fully formed by themselves and 
ready to be shared with the outside world. Finally, we learned a lot about editing and the 
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importance of a newspaper editor-in-chief and editorial team. Who is in the lead in making 
the choice regarding the final version of the text and visuals? These lessons became 
prominent in the next step of the photovoice project, in which de-stigmatizing gained a 
significant focus. 
 
Control of voice by starting own press agency 
The research team changed their way of working by producing their own newspaper with 
the children and teachers and starting their own news agency. Over the years, three 
newspapers have been made and distributed among two primary schools in the 
neighbourhood. The participating children first made a KLIK newspaper that showed the fun 
of cooking and learning about food, the advantages of the participatory methodology and 
photovoice, and the children’s actions after photographing their food. 
Researcher: In retrospect, I am so happy that we found a way to turn around this black 
chapter in the project. And made fun of this incident. We found a way to re-present the 
people of the project by themselves with art by text, photographs, and drawing. In a 
way, the children felt proud about—a creative and funny way, which gives energy to all 
of us. 
The children created and wrote their news items and were facilitated by the KLIK 
researchers. They also joined in the selection process of choosing pictures and drawings they 
wanted to share, as well as the selection of, for instance, recipes with fruit and vegetables 
they wanted to share with other children and parents. 
 
In the framing of the photographs and texts, the researchers were aware of the anti-
stigmatizing and empowerment of the children and schools. So, for example, negative 
images of the neighbourhood (dirt, trash, faeces, etc. – see Abma, Lips and Schrijver 2020, 6) 
were not censored but went along with funny titles the children had given them. With the 
newspaper, the control over framing remained in the hands of the children, teachers, and 
researchers. It was the start of an annual newspaper in the KLIK project. The newspapers 
were presented at a public meeting for all stakeholders in the neighbourhood at the end of 
each school year. The children were very proud of their newspapers, and their own content, 
and experienced co-ownership (Visual 4). 
 
Media literacy 
Having learned from this case, the researchers included lessons to increase children’s media 
literacy. Especially when they made the newspapers, the researchers discussed the photos 
and texts with them (Abma and Schrijver 2020b). Interestingly, for the children, the national 
newspaper was not that important—but their own newspaper was! They distributed this 
newspaper in their networks, and this was very important for them. The children grew in 
literacy and the way they wanted to present themselves. The first year they used acronyms 
for their names and chose anonymous photographs. The years after, they conscious chose 
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how they wanted to present themselves; to shine in full glory, or hide their identity. This was 
an effect of all the conversations the research team and the children had held, and also, of 
course, due to their age (being aware of others). The most important lessons were the value 
of freedom of choice about how and what they wanted to show.  
 
Furthermore, the researchers became aware of the complexity of online publicity of 
participatory research projects. The charitable foundation also learned from this case. To 
reduce any further harm towards the families in vulnerable situations in the other 47 
projects they funded, the charitable foundation organized workshops on ‘press relations’ for 
all project leaders. This example was an illustrative case in the workshops. 
Officer of the charitable foundation: We, among others, did not realize the impact of the 
article and photographs. We did not know that journalists could frame a message totally 
differently from the intentions of the people involved. This is counterproductive for the 
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Dignity and integrity 
The critical incident was a wake-up call for the participatory researchers regarding shared 
ownership and the dignity of the stories and pictures. After the incident, the partnership 
developed further, in which the values of dignity and integrity were more crucial than 
before. Sharing control and discussing essential choices, like dealing with the press, were 
more critical than ever, and negotiations with children about the ownership of their photos 
and other material remained an issue during the whole project, and made the children more 
aware of their power and alert to misuse (Abma and Schrijver 2020b). 
 
Discussion 
This article presents a case example of the first phase of a participatory health project. 
Fundamental in this first phase were photovoice and photographs. This study shows that 
contact with newspaper journalists, who nowadays work with offline and social media 
platforms, can raise ethical issues in participatory research and unintentionally harm those 
who are subjects of the study, as documented in the study reported by Walsh and colleagues 
(2008). Our study corroborates these findings and adds the extra dimension of the online 
(social) media related to press agencies. The speed, the size of the audience, and the 
possibility of getting reactions from a broad audience is compelling and calls for attention, 
especially with photographs, which are new material for an audience in today’s visual 
culture. The involvement of the press and online social media adds an extra layer of 
complexity because, in such processes, the media is difficult to control (Wiles et al. 2008). It 
is a ‘double-edged sword’: it could set the agenda for topics, but could also lead to 
‘unintentional harm because access to social media is beyond a researcher’s control and the 
impact of dissemination is hard to trace’ (Yang 2015, 361). 
 
The reception of a message in visual and text, framed by the selection of the press (Bock 
2020) and disseminated online, could differ, as we also see in this study. Online (social) 
media can play an essential role in supporting and reconfirming images (words and visuals 
related to ‘unfortunate’ and ‘underprivileged’). Re-stigmatization of people and place (Kwan 
and Walsh 2018) and the so-called ‘place-based stigma’ (Byrne, Elliott, and Williams 2015; 
Goffman 1968) are even more likely to occur with this online dimension. Whether or not 
they are accurate, such images have an impact on those living in these areas. People may 
internalize these images, which can cause feelings of shame and disgust. Stigmatized photos 
can be easily reinforced by social media users and (future) policy-makers and, conversely, 
insult those living in a marginalized position. The value of ‘dignity’ (ICPHR 2013b), which is a 
central ethical principle in participatory research, is currently under pressure, and 
participatory researchers need to do ethics work, such as framing work (Abma, 2020; Groot 
and Abma, 2021) to be extra alert not to reproduce stereotypes that point towards 
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The involvement of the press and social media in photovoice can also bring a positive focus 
on a project and engender change. As we see in this study, it can rapidly engage a broad 
audience. Potentially, it can kick off dialogue on social and policy change, an important value 
of participatory research (ICPHR 2013a, 2013b). Contact with the press can also lead to 
attention being drawn to the issues of the people involved, and to their positive reaction 
(Allen 2015; Walsh et al. 2008). However, although some potential stakeholders react in an 
engaging way on- or offline, and even make the personal political, real engagement 
demands more. It calls for serious attention and time to feed engagement on- and offline, 
for example, to enhance the (online) dialogue by reacting to posts and shares, or to invest in 
engaging the audience as a potential partner, or make a difference. In practice, audiences 
such as policy-makers tend to be alerted to research findings only at the end of the study, 
when they are invited, for example, to an exhibition of visual materials (Mitchell et al. 2017). 
Moreover, the complexity of power-sharing is broadly discussed in the literature on 
participatory health research (Groot and Abma 2019), and this study is an illustrative 
example. Central to photovoice is that the photographs need to be ‘seen, but not seen 
without us’ (Holtby et al. 2015). The choice of an exhibition form in photovoice (Evans-
Agnew and Rosemberg 2016), and shaping the narrative of a story that will resonate with an 
audience (Gubrium, Hill, and Flicker 2014), is supposed to be a participatory process (Wang 
and Burris 1997). If not, it could lead to public voyeurism (Holtby et al. 2015) and discomfort 
(Sandlin et al. 2018), as in this case. This study supports the need for researchers to 
anticipate media attention from the start of a photovoice project. Furthermore, time 
pressure, based on the press deadlines, can lead to choices to work in a less participatory 
manner under duress. At that point, the critical value of ‘shared ownership’ in participatory 
research (ICPHR 2013b) is potentially compromised. 
 
How can we understand how this critical incident occurred? ‘Political listening’ (Alexandra 
2015) is a helpful theoretical notion of understanding the power mechanisms of 
participatory knowledge production with visual methods. Although the strength of working 
with visuals is that you cannot look away, in practice, it is much more complicated. Political 
listening in the context of visual research means that we can see only what we want to see 
(Mitchell et al. 2017). In this study, different audiences saw, listened to, and interpreted the 
message from their frame of reference, and what they wanted to see. It is a political act to 
see or not to see and react. Political listening also draws attention to the collaboration 
among participants, researchers, funding agencies, and others ‘who all have different ideas 
about which stories to tell, who is best positioned to tell them, how they ‘should’ and 
‘should not’ be told, and ‘what is at stake’ (Alexandra 2015, 43). These questions could be 
guiding principles in the discussion on press relations and posting on social media (Bos and 
Abma 2019). 
 
Finally, this study calls for attention to bring the topic of press relations and social media in 
participatory (visual) research to the fore in the scholarly field and in the ethics review 
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board. It is often an undiscussed topic (Hays, Spiers, and Paterson 2015). Although the ICPHR 
(2013b) guidelines set out questions on deciding collaboratively on how to share material, 
the press or social media are not identified. Mitchell and colleagues (2017) identify a list of 
questions that could help in reflecting on which visuals will be shared with the press and 
social media from the Critical Visual Framework (Rose 2016, 25). An example of two 
questions include: Who made the visual, who for, why? (production level); How is it 
interpreted, by whom, why? (audience level); Who organized it, and why? (circulation level) 
What are the visual effects and visual meanings? (the image itself). These questions could 
help group discussion about what to expect and how to react and engage online. Parallel to 
this framework, the model for visual framing of Bock (2020) offers a three-part model for 
thinking about visual framing that focusses on special characteristics of visual 
communication; how can we select images that work in context with surrounding material, 
how can we create with visual conventions within, and how can the frame serve as a solution 
to a cognitive puzzle? 
 
Concluding, this case shows that press coverage raises ethical challenges for all involved, 
especially working with people living in vulnerable situations. Journalists may frame their 
message regarding a photovoice or participatory health project in a way that reinforces 
stigma regarding people and places. Social media and affiliated online press platforms swiftly 
spread the word (and photographs) beyond the researcher’s control, and also, in this 
context, politicized listening and viewing take across a broad audience. In participatory 
research, ‘make a difference’ is an important principle, but other principles, such as ‘shared 
ownership’ and ‘dignity’, can be an issue. An awareness of the possibility of political listening 
and viewing is, therefore, fundamental to ethical practice in all participatory research that 
uses visual methods. 
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Dealing with relational ethical issues asks for skills and understanding  
January 2018.  
Writing about my ethical issues gave me an understanding of relations, power, and group 
dynamics. I was proud of my reflexivity until a colleague made this comment about a concept 
paper I had written: “When I read this, it is as if you talk about monkeys. Especially because 
you conduct participatory research… I call this theoretical violence”. 
 
After a reflection on a case from a PHR study conducted by someone else, I became 
increasingly aware of the ethical issues in my projects. I was motivated to reflect on these 
issues concerning power in my writing process. This resulted in three reflections: a study 
with older people (chapter 4), a study with mothers (chapter 5), and a study with people 
living on a social benefit (chapter 6) in which I reflected together with colleague researchers 
about situations in PHR practice.  
 
In my experience, however, I found it difficult to discuss my reflections with the people 
concerned. Meta-reflection on your relationship with someone is not always easy, especially 
if you yourself experience difficulties. It felt very personal and almost inappropriate to 
discuss issues of group dynamics in the group. I found that I did not yet have the courage 
and skills to reflect in a group on ethical topics, but in one-to-one conversations, I felt some 
space. This resulted mainly in reflections ‘about’ people concerning me and ‘about myself’. 
At that time, I was eager to share the experiences of group dynamics, because I felt it was an 
important topic in facilitating PHR groups, and I learned a lot about how to deal with these 
issues. I wanted to share these insights. 
 
The fact, however, that I wrote the articles myself, rather than in co-authorship with the 
people involved, felt awkward. I am still afraid of the moment when those who were 
involved in different studies read the articles and my reflections, and come to me with a 
question about why I had represented them in a certain way. I often discussed this fear with 
colleagues, and they frequently made a comparison with other academic research articles. 
“Most researchers do not member check their article versions with the respondents of the 
study, do they? At least academics do a member check on an interview report, like you did, 
but almost never of the final version of a report or article. Why should you mind this more 
than all other academics?” They also questioned my vision of participatory practice: “Are 
you not too strict in participatory approaches if you do not feel the freedom to show your 
own perspective in your articles; you are the first author, aren’t you? You are allowed to 
share a reflection and show the world how you experienced a process, surely? That is also 
valuable knowledge, especially for other PHR researchers”. These debates made me realize 
and helped me feel less insecure about my academic writing practice, which could be named 
as ‘about us, by me’, not ‘nothing about us, without us’. 
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At other moments, my feelings of unease were affirmed by colleagues. For example, in a 
meeting with scholars in which we were reviewing each other’s papers, a colleague stated 
that my practice felt a little bit unethical and not in line with my practice of participatory 
research. A dear colleague even coined the term ‘theoretical violence’, a notion that using 
theory could harm people who are subjected by a theory or concept. This concept helped 
me express my feeling in academic language. Using theoretical concepts in reflections could 
very much help me as a researcher, but could also harm others if they did not agree or were 
not familiar with the theoretical ideas being used. Using terms such as ‘horizontal violence’, 
for example, could have connotations that are not appropriate for the people involved nor 
respectful towards them.  
 
Finally, in most studies we make products, such as booklets or a magazine or report (see 
Table 5 in the Introduction). But as an academic, I also want to share the insights in 
academic journals and books with a broader international (academic) audience, which are 
often in English. I found writing difficult in co-authorship with people with lived experiences 
and who are not familiar with English or academic language and style is difficult both for me 
and for the co-researchers with whom I work. Most are not used to writing, speaking or 
reading in academic language or formats, and certainly not in (academic) English. If the 
language of an article is not one with which they are familiar, it makes it less relevant for 
them to be co-authors. The value of co-authoring for them is often to share it with their 
network. A booklet or report written in Dutch is much more attractive than an English 
article, which is often not a physical product, sometimes not even Open Access and available 
to everyone. You can print an article, but this step is not the same as a printed report or 
booklet that you could share with your network. Furthermore, translating concept versions 
of articles written in Dutch though Google Translate could again lead to massive work and 
misunderstandings. 
 
After the experiences described above, I made the decision that I would always involve the 
people involved from the very first moment I had an idea about writing an article or 
reflecting on a process. I also need to repeat this more often in processes, so people 
understand why I want to do this, which hopefully will be relevant for them also. People 
could decide at any point to step in or out the writing and reflection process. If we write 











149044 Groot BNW..indd   102 26-01-2021   13:44
 
 
4. Navigating power imbalances 
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Recently, policymakers intend to transform the Welfare State to a ‘Participation Society’ in 
The Netherlands. This neoliberal orientation is legitimized by the notion of ‘self-sufficiency.’ 
Against this backdrop we sketch participatory health research (PHR) and its history, followed 
by the description of our own approach to PHR and principles of PHR encompassing three 
steps: (1) collecting experiences of the those whose life (or work) is the subject of the study 
as a starting point for mutual learning, (2) ongoing dialogue with different stakeholders 
which is strength-based and extending their horizons, and (3) collaborative action and 
monitoring outcomes. We focus on older people and historical/cultural differences between 
different generations which have implications for PHR and for addressing specific groups of 
older people. We present two examples. One concerning a group of older people in a 











Mrs. Caring (pseudonym) is a Dutch older woman in her nineties living in a nursing home. 
When we met her for the first time, she said that–despite her limited mobility and hearing 
problems—everything was fine. At a later visit, Mrs. Caring took part in a lively conversation 
with a group of women her age during which they were emotionally voicing their concern 
about the bad meals. Mr. Daring (pseudonym) is an articulate Dutch man aged 73, living at 
home in a suburb of Amsterdam. He and a group of other active older baby boomers are 
involved in an age-friendly project to improve their neighborhood. When they find out that 
the professionals involved are taking the credit for what the older people have done, Mr. 
Daring is eager to assert control.  
 
As a participatory researcher, how do you create room for a greater say in service delivery 
by older people admitted to a nursing home? How do you support older people who are 
commonly seen as passive and silent, and who often do not dare to “complain”, like Mrs. 
Caring, fearing repercussions? And what do you do as a researcher when you enter into a 
situation in which the research project ownership on the part of the older people 
concerned—a key principle in participatory health research (PHR)—is threatened by 
unintended actions on the part of professionals, as in the case of Mr. Daring? In both 
situations, prevailing power imbalances run counter to the democratic ideal of mutually 
sharing and transforming power in PHR.  
 
In this chapter we present the approach we took in two studies with older people from 
different generations. We will share the challenges we encountered and the lessons learned 
about the use of PHR in sharing power, facilitating dialogue and mutual learning between 
stakeholders. We will show how we navigated tacit tensions between stakeholders, and how 
we tried to ensure that all voices are heard and genuine dialogue and action take place in a 
context in which the voices of older people tend to be marginalized.  
 
But first, we will describe briefly the Dutch regional context in the Netherlands. Then we will 
provide an impression of the intellectual history of PHR in the Netherlands and provide key 
insights and approaches that have inspired us and are informing our Dutch practice.  
 
Regional Context: The Netherlands And the So-Called “Participation Society” 
In many European countries health care reforms are taking place to deal with the aging 
population and economic crisis (European Commission 2014; 2016). The Netherlands is 
intending to transform itself from a welfare state to a “Participation Society,” a concept 
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The transformation to this so called “Participation Society” consists of reforms in different 
interrelated areas: a normative reorientation, a shift from residential to non-residential care, 
decentralization of responsibilities and expenditure cuts (Maarse and Jeurissen 2016). 
Firstly, the normative reorientation is more or less identical to what is happening in many 
European welfare states that are cutting back their responsibilities in care and emphasizing 
“self-sufficiency” for care needs (Grootegoed 2013). Secondly, the government is supporting 
a shift from residential to non-residential care. This transition is in line with the trend of 
aging in place (Wiles et al 2012), a popular concept in current aging policy. Finally, in 2015 a 
transition in the organisational and financial structure of healthcare took place in the 
Netherlands. The transition was accompanied by a budget cut of 25% for support and home 
care. The budget cuts put the aim of aging in place and participation under great pressure.  
 
Given this context, we are critical of the notion of participation that is being proposed. 
Participation seems more like a form of co-optation and a unilateral form of power. Under 
these circumstances, we think PHR is urgently needed to redress power imbalances and 
work towards the mutual sharing of power to transform socially unjust situations. 
 
PHR in the Netherlands 
 
Intellectual history 
The tradition of PHR in the Netherlands goes back to the sixties when the student revolts 
and democratic ideals stimulated the inquiry into action research (AR). In the seventies and 
eighties, a whole array of AR approaches was developed under various names such as 
decision-making or utilization-focused research (beslissingsgericht onderzoek in Dutch) and 
practice-based research (praktijkonderzoek in Dutch). What all those approaches had in 
common was the aim to improve the practical impact and use of scientific research. An 
articulate group of scholars criticized some of these approaches for being positivist and 
managerialist in orientation, coining the term handelingsonderzoek after the German term 
of Heinz Moser handlungsforschung (Boog 2007). Dutch handelingsonderzoek scholars are 
for example Bos (2016), van der Donk and Van der Lanen (2012), Jacobs (2001), Lieshout 
(2013), Snoeren (2015) and Weerman (2016). 
 
In recent years there has been a movement to increase the participation of people whose 
lives are affected by health issues by consulting them over the course of developing and 
implementing health research studies. People affected by the issue being studied are, for 
example, consulted in advance regarding research topics and priorities (Abma and Broerse 
2010; Caron-Flinterman 2005; Dedding 2009; Elberse 2012; Nierse and Abma, 2011; 
Schipper 2012; Teunissen 2014; de Wit 2014). This has led to an increasing repertoire of 
more innovative data collection methods to engage study participants in a more active way 
in research, for instance as co-researchers (Bindels et al 2014; de Wit et al 2013). More 
widely, however, it continues to be more likely in health research that those without lived 
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experience and other external players lack the commitment to addressing epistemic 
injustice (Fricker, 2007) and social inequalities in health provision. Epistemic injustice 
captures the kind of discrimination arising when unfair biases cause people to 
underestimate the credibility of knowledge of members of often socially disadvantaged 
groups. PHR takes a more radical view and includes moving beyond understanding of the 
individual in order to address societal and structural injustices through a mutual sharing of 
power. 
 
Our approach to PHR 
Our work is inspired by a hermeneutic-dialogical tradition from responsive evaluation (Abma 
2005a; Abma and Widdershoven 2005, 2006; Guba and Lincoln 1987; Stake 1975, 2004; 
Widdershoven 2001). Central elements to this tradition are a variety of different 
perspectives, narratives, storytelling, relationality, interactivity, on-going dialogues and 
mutual understanding. Recently, art has become an element in our approach, inspired by 
performative social science (Gergen and Gergen 2010, 2016) with the purpose of performing 
social transformation. The goals of our PHR approach are the mutual sharing of power, social 
change and learning and encouraging all stakeholders to extend their horizon by 
appropriating new perspectives (Abma 2005a; Widdershoven 2001). We see a need for a 
relational empowerment (VanderPlaat 1999) based on the acknowledgment that people 
exist in relation to each other and are empowered in that context. 
 
Our dialogical approach to PHR has three different phases. It starts by collecting experiences 
of those whose life (or work) is the subject of the study. We collect the experiences together 
with people whose life (or work) is at stake or these people collect the experiences 
themselves. These experiences, captured in stories, photography and/or other forms of art 
present the complexity of human life and work, and are the starting point for mutual 
learning processes (Baur 2012). All data collection methods focus on individuals or 
homogeneous groups of stakeholders with shared interests, as a way to deal with power 
imbalances (Abma, 2005b). In this phase of collaboration, creative methods of analyses are 
used, for example the collaborative creative hermeneutical analysis method (CCHA) 
(Lieshout and Cardiff 2011) or participatory visual analysis methods. The aim of this phase is 
to deepen a mutual understanding of the issues faced by the different groups of 
stakeholders in a safe and mutually encouraging environment (Abma and Widdershoven 
2005). 
 
The second phase of the dialogical approach is the start of the on-going dialogue between 
different stakeholders about the issues that matter to them. By means of dialogue sessions 
(Abma et al 2001), storytelling workshops (Abma 1998, 2003; Abma and Widdershoven 
2005) and working conferences (Oguz 2015), stakeholders are encouraged to extend their 
horizon by appropriating new perspectives. Photographs, music or other performances bring 
the life-world of the people who are the focus of the research literally into the room. In this 
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phase, we are also inspired by Appreciative Inquiry (Cooperrider et al 2008). This “strength-
based” approach encourages hope and optimism, and focuses on similarities, including 
shared interests. It gives room for the resilience and potential of stakeholders that might 
otherwise be overshadowed by frustration and difference (Baur et al 2010).The final and on-
going phase is about collaborative action and monitoring of the outcomes of the 
collaborative process in the previous phases.  
 
Stories from the Field 
Here we illustrate our approach in two research projects with older people of different age 
groups and generations. Needs and aspirations for being involved in research differ between 
generations, as we sensed in projects with different generations. Every generation is united 
by memories, historical periods, language, habits, beliefs and life lessons (Howe and Strauss 
2007). Different major societal events during the formative years have a lasting influence on 
the worldviews of the members of each generation (Diepstraten et al 1999). The lens of 
generations helps to understand the dynamics and needs for the facilitation of older people 
in PHR projects.  
 
When we look at research with older people in the Netherlands, we speak about the Pre-
War Generation (born 1901-1930), the Silent Generation (born 1930-1940) and the Protest 
Generation (born 1940-1955), also called Baby Boom Generation (Becker 1992). In this 
chapter we tell a story of one project working with the Pre-War and the Silent Generations 
and one working with predominantly the Protest Generation. The baby boomers are 
legendary for their political resistance to the “capitalist system” and for embracing norms 
and values that accentuate freedom, democratization, equality and political involvement. 
The other two generations share traditional norms and values that stress a solid work ethic, 
temperance, thrift and a desire for law and order (Diepstraten et al 1999). 
 
A Case of Mutual Inquiry for Healthy, Tasty Meals 
 
Fostering dialogue in a residential setting: participatory and local 
We turn to Mrs. Caring, a woman from the Silent Generation, who we met a few years ago in 
a PHR study with the aim to involve older people in decision-making processes concerning 
their life and well-being in a nursing home. The features of this study that distinguish PHR 
from other research paradigms is that the study was ‘participatory’ (conducted together 
with those who are the subject of the study) and ‘locally situated’ (grounded in the reality of 
daily life in a specific place and time) (ICPHR 2013a). It namely concerned a small home with 
129 apartments for older people who could still live independently, but who are in need of 
some kind of support due to frailty. We brought together a group of residents, all from the 
Silent or Pre-War Generations, to set their agenda. The study was therefore ‘collectively 
owned’, also a distinguishing feature of PHR (ICPHR 2013a). After a series of conversations, a 
core action group of seven women aged 82-92 decided to work on improving meals. All had 
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some degree of physical limitation and suffered from illness and/or poor vision, hearing 
problems and decreased mobility.  
 
Eight meetings were held with this action group over a seven-month period. We encouraged 
the group to explore the problems they had identified. In later gatherings, the group was 
encouraged to look for solutions by inviting them to make a collage and a series of 
photographs to show their dreams and wishes. It was at this stage that the participants 
came up with a name for themselves: the Taste Buddies. A meeting was set up for the entire 
resident community in order to establish whether the other residents shared the same 
concerns and solutions. We also organized homogeneous meetings with kitchen staff and 
with the restaurant staff who served the meals. 
The next stage dialogue meetings with heterogeneous groups were held. First, the action 
group met with the team leader and local manager to discuss their experiences with the 
meals and to explore where there might be room for improvement. Later, the Taste Buddies 
met with team leaders, kitchen staff, restaurant staff, the local manager and a resident 
council member to discuss their ideas for improvement. The collage helped the Taste 
Buddies to present the plans for improvement.  
 
Transformation through human agency among the older women 
Initially the Taste Buddies discussed a broad set of subjects for improvement, including not 
feeling at home, not being able to go out, feeling dependent, and experiences of loss and 
grief. One theme stood out as particularly meaningful for them: the dissatisfaction over the 
meals. This issue was not high on the local manager’s list of priorities; he was more 
concerned with care-related topics.  
 
Originally, the interaction in the group consisted of a careful exploration of shared 
experiences about meals, downplaying anything negative. After a while, the group began to 
feel more comfortable with each other and felt empowered by discovering that their 
discontent about meals was mutual. However, sharing negative experiences resulted in 
stagnation. The colourful collage the group made together put an end to this negativism and 
the associated downward spiral since they had to envision the ideal situation in which 
anything was possible. There was a renewed sense of joy and hope. The Taste Buddies began 
to express an activist attitude, and was more future-oriented. The group had jointly learned 
in a very natural way, with help of the academic researcher as facilitator, how to transform 
their discontent into constructive advice for improvements in their quality of life. In terms of 
PHR we call this feature ‘transformation through human agency’ (ICPHR 2013a). 
 
Collage and photographs on dreams and wishes 
Over time, the women developed into a cohesive group in which they supported each other 
to keep going. Whenever one of them expressed doubt about the feasibility of their dreams, 
the others gently motivated her to stay positive. Trust was an important aspect of their 
process, as they had found a place in this group where they could speak freely about their 
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concerns and dissatisfaction. This is reflected in the quote from Mrs. Caring when assuring 
her fellow participants that criticism was acceptable in an atmosphere of mutual 
encouragement: “After all, we’re here by ourselves, we can talk freely about this.” This 
relates to two ethical principles of PHR ‘mutual respect’ and ‘personal integrity’ (ICPHR 
2013b).  
 
Engaging others, finding common ground and action 
For the kitchen and restaurant staff, the project was an opportunity to share their ideas 
about the meals. Early in their meetings, participants were critical and negative about 
developments in the organization and their own lack of influence. For example, some 
restaurant staff pointed out that the kitchen staff did not appreciate their ideas for 
improving dinner time. An appreciative approach was used by us for these meetings: the 
participants were asked to think about what could be done to make improvements and 
about what they could do to contribute towards the well-being of the residents. 
Furthermore, we introduced the participants in these groups to the issues and ideas of the 
Taste Buddies. They soon realized that they shared the same concerns and dreams. This 
process could be typified as ‘active learning’: learning from each other, an ethical principle of 
PHR (ICPHR 2013b). At the final meeting, the Taste Buddies, kitchen staff, team leader, 
local manager, resident council members, volunteers and restaurant staff all got together to 
share their views. They first discussed the perspectives and values of the Taste Buddies as 
reflected in the photos they had taken. The other participants recognized these issues very 
well. For example, one of the kitchen staff said: “Yes, that’s something we often talk about, 
that the combination [of different parts of the menu] is not always good.” The professionals 
came up with their own examples of these issues and discussed their dissatisfaction about 
the meals. There was openness, and the result was a feeling of mutual understanding and 
recognition, and this led to all participants’ arriving at agreements about practice 
improvements. The result is ‘collective action’ to ‘make a difference’, two ethical principles 
of PHR (ICPHR 2013b). 
 
Collaborative action and monitoring changes 
The next step was to create plans for actions. This was done in collaboration between 
management, staff and older residents. The local kitchen in the care facility was re-opened, 
a cook was hired, meals became more fresh and adjusted to the seasons, and the ambiance 
was improved.  
 
The Taste Buddies decided to continue as a group. They monitored the changes and were 
not only successful in terms of the concrete actions they implemented, but also in bringing 
about a change in their own perceptions of self and how they were seen and named by their 
environment. While these women were initially a bit shy and insecure, through a process of 
relational empowerment they became more self-confident and proud. The story of the Taste 
Buddies has become part of the corporate story in the larger organization (this residential 
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care home is part of a holding of five residential care homes), is told over and over, and 
functions as a success story for others (staff, management) willing to change their relation 
with older people. Other facilities adopted a similar strategy to engage older people, and 
implemented local changes as well (Baur et al 2013). The project has increased our 
understanding of direct democracy.  
 
A Case in the Age-friendly City Amsterdam: Who Owns the Project? 
 
Facilitating participation in the neighbourhood 
Back to Mr. Daring, a baby boomer living independently with his wife in a suburb of 
Amsterdam. We met him in an Age-friendly City PHR project in Amsterdam in 2016, aiming 
to research and improve the age-friendliness of their district. Mr. Daring worked with a 
group of ten older people, aged 67-85, as co-researchers. Most of them felt part of the Baby 
Boom Generation, also called “Protest Generation”. They all lived in the neighbourhood of 
Mr. Daring. The group was mixed in terms of gender, age, ethnic background and frailty. All 
were still living at home and were capable of traveling independently. 
 
The PHR study was embedded in the World Health Organization (WHO) network of Age-
friendly Cities (World Health Organization, 2007), of which the city of Amsterdam had 
become a member. The key strategy of Age-friendly Cities is to facilitate the inclusion of 
older persons and to enhance participation in the community. This strategy fits the PHR 
approach in which ‘equality and inclusion’ is one of the seven main ethical principles of PHR 
(ICPHR 2013b).  
 
Initially, a group of fifteen professionals from seven different organisations were involved at 
the start of the Age-friendly City PHR study in two neighbourhoods in Amsterdam. The 
occupations of these stakeholders were diverse, from academics, researchers and teachers 
of the school for health professionals, and various other representatives of the municipality 
and the patient organisation in the city. In short, the work began with a very large 
stakeholder group without any older citizen from the neighbourhoods involved at the table. 
Including those who are subject of the research right from the start of a PHR study can be 
challenging, especially in academic-led studies (Groot and Abma, 2019). The principles of 
PHR as ‘participatory’, ‘inclusive’ and ‘collectively owned’ (ICPHR 2013a) were therefore 
from the very first moment of the study at stake.  
 
We (BG amongst others) were involved in the second stage of the project as facilitators of a 
group of older persons in one of the two neighbourhoods. Our start point was assembling a 
team of older citizens from the area as co-researchers, facilitating their research process by 
organizing a meeting twice a month over the course of a year by coaching them in their role. 
The group of co-researchers generated 40 stories from older, mostly more vulnerable 
neighbours. The group creatively analysed the stories together and organized a validation 
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session with the neighbours and multiple stakeholders from the neighbourhood to inspire 
collective action. In addition, the group shared their findings in several meetings in the 
neighbourhood with a broad audience. During the period of working in partnership with the 
group, a few ethical principles of PHR such as ‘mutual respect’, ‘inclusion’ and ‘democratic 
participation’ were crucial to winning back the feeling of ‘collectively owned’ by the older co-
researchers. This resulted in the announcement of the group that they wanted to continue 
in a partnership in the neighbourhood together with other stakeholders. The project is 
continuing at the moment of writing (see Visual 5).  
 
  
Visual 5: An impression of the participatory study of Age Friendly City.  
 
A change-oriented group: driven by action 
Back to the start in the neighbourhood. Surprisingly, we gathered a group of co-researchers 
in a short period of time. All were living in the neighbourhood and were motivated to start 
inquiring into the age friendliness of their district. Compared to our previous experiences 
with vulnerable older people, we were happy to find it was relatively easy to engage the co-
researchers. From an historical point of view, it is understandable that baby boomers, with a 
lived history of creating change and more democratic structures, are eager to participate in 
such local action-oriented initiatives. Compared to other older generations, this group is the 
best-educated and has a history of effecting change (Haber 2009). They were raised in a 
period of great social and cultural changes, such as women’s rights, the sexual revolution, 
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flower power, the lifting of religious and socio-political barriers, and putting environmental 
issues on the agenda (Fortuyn 1998). Mr. Daring can be seen as an example of this action-
oriented generation. 
 
In the introductory conversations with the group of co-researchers, the passion for change 
and collective action (Melucci, 1996) was immediately clear. One co-researcher, for example, 
worked in the neighbourhood thirty years prior and had started feminist groups to empower 
women. She was glad that she could remain active in her neighbourhood after retirement. 
Another co-researcher noted that he was part of the student protests to claim a voice in the 
university in the sixties. This energy and activism was still present for him at the age of 78.  
 
Reflecting on the recruitment of co-researchers, we were not able to engage the most 
vulnerable older citizens directly in the design stage of the process, but chose to engage 
them via the older co-researchers who interviewed them. We felt that the more vital older 
people were intrinsically motivated, emphatic and able to get the viewpoints of older people 
in more vulnerable positions. Both perspectives were used as input for conversations with 
local policymakers.  
 
Participation as “business”  
The drive of the group to make a difference resulted in a meeting with city council members 
responsible for elderly policy. The meeting took place before the group had any findings. The 
group was eager to hear from an official that their contribution to Age Friendly Amsterdam 
was seen as meaningful for people with power to change. Otherwise they might stop the 
process... The co-researchers told the city council member that they were investing their 
spare time in this initiative, wanting to hear from him if their effort would be taken seriously.  
 
The moment after I (BG), as a facilitator, had arranged the meeting with the city council 
member, some stakeholders expressed wanting to benefit from the occasion. They wanted 
to be involved in the meeting, organizing a big event around it, including picture-taking and 
giving presents to the official. The group of co-researchers was surprised and stunned by this 
reaction. It looked to them like all stakeholders wanted profit from “their” work and “their” 
meeting. They had initiated the meeting and therefore insisted that they were in charge of 
both content and process. The co-researchers expressed their concern and unease, deciding 
that they did not want the meeting to be open to other stakeholders. I remember a reaction 
of a co-researcher to my question if a stakeholder could take a picture of the group of 
elderly people together with an important official for the publicity of their organization: 
“Well, okay, but I do not want to be used by the city council member and his neo-liberal party 
for election reasons.” I took this as a warning to stay alert. 
 
The meeting with the official had a very positive effect on the atmosphere in the group of 
co-researchers. They felt inspired and felt more ownership of the project than before. Yet, I 
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(BG) was also in contact with the range of stakeholders who had not been invited to the 
meeting. The photograph taken at the meeting was sent out by someone to all stakeholders 
without the consent of the co-researchers. The message attached to the photograph stated: 
“Attached we are sending a picture of the meeting. You can use this for marketing and sales 
purposes.” This was precisely the result which the co-researcher quoted above had feared. 
The participation of the older people had become “business.”  
 
As the facilitator, I (BG) was very angry because I also felt that the stakeholder organizations 
could take advantage of the group and I was afraid it would affect the optimistic and 
productive working atmosphere. I stopped the process and asked to call back the 
photograph, explaining my action by referring to the basic principles of PHR, particularly the 
principle of ‘ownership’ (ICPHR 2013a). This would mean obtaining the permission of all 
partners regarding the dissemination of information on the project.  
 
Lessons Learned 
In the Netherlands, as in many European welfare states, participation is said to be a basic 
principle of public policy. Participation has been largely instrumentalised in the Dutch 
setting, while at the same time there is a growing interest in PHR. PHR initiatives have to 
deal with a highly politicized context. Politicians and others are eager to join in and learn 
from PHR projects. On the other hand, they are not used to working in partnership with 
people in more vulnerable situations. Another aspect is that PHR with older people is 
different now than ten years ago because the baby boom generation is eager to work 
together in a participatory way in order to create social change. These political 
circumstances call for advanced stages of Developmental Action Logics (Torbert 2013; 
Torbert and Taylor, 2008) from PHR facilitators. Developmental Action Logics help to 
interpret surroundings, reflect, learn and react in complex, chaotic settings, and to move 
through these categories as abilities grow (Rooke and Torbert 2005). 
 
In the case of the Taste Buddies, the older people became co-creators and they developed 
shared ownership over the course of the research project. The residents who, like Mrs. 
Caring, had initially been cautious about expressing their experiences later considered it 
their responsibility to stand up for the other residents. This was new for a group of women 
from their generation who grew up as being seen-but-not-heard, as “grey-flannel 
conformists,” accepting the institutional civic life and conventional culture (Howe and 
Strauss 2007). The sociality of the process was for them as important, or maybe more 
important than the political drive to change life within the institution, and finding ‘a voice’ 
and developing ‘an agenda’ was a major achievement. This process towards mutually 
transforming power demonstrates that identities and relationships shifted and that the 
participants developed trust, openness, and mutual understanding about common values. 
The Taste Buddies were therefore not only successful in terms of the concrete action they 
brought about, but also in terms of bringing about a change in their own perceptions of self 
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and how they were seen and approached in their immediate environment. The facilitator’s 
focus was on fostering dialogue, action and empowerment, which included redefining the 
role of older people and developing a new, shared vision. 
 
The case of the Age-friendly City group shows that the younger generation of older people, 
like Mr. Daring, are perhaps more politically aware and eager to raise their voice and claim 
ownership. The current neo-liberal political climate promotes entrepreneurship and 
consumer action. This climate heightens the competition between organisations to work 
together with older people in service provision. As a PHR group who volunteered in their 
neighbourhood, the Age-friendly City group wanted to take the credit for their success. Yet, 
as the old Dutch proverb says, success has many fathers. Participation and PHR is a serious 
‘business’ in times of reform and the Dutch ‘Participation Society’. Focusing on 
empowerment was not necessary in a project with people mostly from the Baby Boom 
Generation; rather, the facilitator emphasized personal and organisational transformation in 
a highly politicized context. Yet, to reach out to older people in a more vulnerable position, 
and to include their experiences as well, the more vital elders actively approached these 
neighbours through interviews and gave them a voice in the neighbourhood. Participation 
requires sometimes other modes of working to adjust to the needs and aspirations of 
various generations and personal biographies. 
 
If we examine the required skill sets and abilities of a PHR facilitator from the Developmental 
Action Logics (Torbert 2013) perspective, we see that in both initiatives the facilitator shares 
transformational power with the group of older people. In facilitating the dialogue with 
other stakeholders in the Taste Buddies case, being a diplomat was enough (Baur and Abma 
2012). The diplomat role of a facilitator promotes social cohesion in the group and ensures 
that attention is paid to the interests and needs of others. In the Age-friendly City initiative, 
the power of politics and the goal of social transformation required more. Taking on the role 
of expert by bringing in knowledge of the principles underlying PHR was a start. It 
encouraged a collective learning process on the part of the stakeholders. To promote real 
change and effectively handle the kind of conflicts encountered here, a PHR facilitator needs 
to address the instinctive resistance of some stakeholders to change. In the case of the Age-
friendly City, this meant the resistance of stakeholders to share power. This role is called 
strategist. A facilitator who acts as a strategist is adept at helping groups to create a shared 
vision that encourages both personal and organizational transformations. In the eye of a 
strategist, change is an iterative process that requires close attention. The strategist masters 
second-order change regarding actions and agreements as well as the interplay of personal 
relationships, organizational relations, and national and international developments (Rooke 
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These were important lessons for us, but above all we have sensed how important it is for 
older people, from all generations, to have a meaningful role in determining important 
aspects of their lives and to connect with others.  
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5. Pathways and challenges to strengthen empowerment 
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Empowerment of people in challenging circumstances is a central premise of participatory 
health research (PHR). Empowerment, a process of strengthening vis-à-vis one's social 
environment, has three components: personal, relational, and political. The current PHR 
study was conducted with mothers living in unfortunate situations in the Netherlands. In this 
article, we describe how PHR fostered personal empowerment to a certain degree by 1. 
setting an agenda for the project (ownership), and 2. listening to, and acknowledging the 
articulation of, the participants' own story and a collective story about their issues 
(epistemic justice). One result of the study is that achieving relational and political 
empowerment can be challenging. Relational tensions in the group distracted us. Conducting 
critical reflection on more structural causes of the unfortunate situations of the mothers is a 
process that needs time and calls for relational sensitivity and inclusion. The participatory 
researcher as facilitator focused on ethics and tried to collaborate with creative outsiders to 
change the disharmony in the group. Reaching relational and political empowerment is a 
long-term process in PHR, but not without stumbling blocks on the journey. 
 
Key words: participatory health research; mothers; poverty; relational empowerment; 










The central premise of participatory health research (PHR) is to maximize the participation of 
people in unfortunate situations, strengthen their empowerment, and create social change 
for social justice. First, the defining principle of PHR is inclusion and democratic participation 
of those whose life or work is the subject of the research in all stages of the research process 
(ABMA et al., 2019; ICPHR, 2013a; WRIGHT & KONGATS, 2018). This process includes the full 
research cycle, starting with the formulation of the research question and goal, development 
of the research design, selection of appropriate methods for data gathering and analysis, 
dissemination of the findings, and collaborating and monitoring actions. A second principle 
of PHR is that people in marginalized positions are heard (ABMA et al., 2019). The intention 
in PHR is to value all knowledges and experiences. By appraising marginalized voices, active 
learning, and collective action to solve problems, PHR facilitators aim to empower 
individuals, communities, and organizations (ibid.). Finally, a third principle of PHR is social 
change for social justice. The approach of PHR has the explicit goal of creating positive social 
change by the process of researching with those persons whose life or work is the focus of 
the research (ibid., see also ICPHR, 2013a; WRIGHT & KONGATS, 2018). [1] 
 
So far, little attention has been paid to detailed descriptions of the processes set in motion 
through PHR studies (COOK, BOOTE, BUCKLEY, VOUGIOUKALOU & WRIGHT, 2017). We lack 
insights into the process of developing strength vis-à-vis one's environment by use of PHR. 
Besides, descriptions about group dynamics in participatory action research groups are also 
rarely documented (ADILI, HIGGINS & KOCH, 2013). Therefore, we present the first years of 
the process of a PHR study, titled You Do Not See It with Dutch mothers living in poverty 
(living on €50,- per month). The process is still going on at the moment of writing this article. 
The research question addressed in the current article is: What are pathways and challenges 
to strengthening personal, relational, and political empowerment via PHR, and how can we 
understand these? [2] 
 
We aim to contribute to a growing area of research on how to conduct PHR in order to 
foster empowerment processes with marginalized groups in society. We highlight both the 
relational dynamics in PHR as well as the processes that were focused on fostering 
empowerment. In line with a tendency among qualitative social researchers (AAMANN, 
2017; VITUS, THUESEN & TANGGAARD, 2014), we do not avoid themes as disharmony and 
conflicts. As VITUS et al. (2014, p.15) state, conflicts are not technical problems caused by 
using "wrong" methods or by the researcher's inadequate navigation in the field. However, 
understanding conflicts as they state, is a vital aspect of the epistemological, 
methodological, and analytical foundation of research. Reflections on conflict and its 
complexity are unavoidable and a condition for the production of social scientific knowledge. 
  
123
Pathways and challenges to strengthen empowerment
149044 Groot BNW..indd   123 26-01-2021   13:44
 
A reflexive process makes PHR more transparent and methodologically and analytically 
insightful. [3] 
 
The article is organized into four parts. We start with the theoretical background of 
empowerment (Section 2) and our methodology (Section 3). Then we present a story of the 
process, including reflections that contain "uncomfortable" reflections (Section 4). These 
reflections are, as PILLOW (2003, p.193) states, "messy" examples, "examples that may not 
always be successful, examples that do not seek a comfortable, transcendent end-point but 
leave us in the uncomfortable realities of doing engaged qualitative research." We included 
these reflections, because according to PILLOW, the qualitative research arena would 
benefit from uncomfortable reflexivity. Finally, we end with a discussion about 
empowerment and PHR concerning group dynamics (Section 5). [4] 
Theoretical Background 
 
Empowerment is a crucial concept in PHR and is informed by an emancipatory paradigm 
(BORDA, 2006 [2001]). FREIRE (1970 [1968]) is often referred to in literature with this 
concept. The concept of empowerment has been widely discussed (BLACKBURN, 2000; 
CASTRO, VAN REGENMORTEL, VANHAECHT, SERMEUS & VAN HECKE, 2016; RAPPAPORT & 
SEIDMAN, 2000; VAN REGENMORTEL, 2002; ZIMMERMAN, 2000), but a universal definition 
is yet to be produced. Empowerment can be identified as an essential promoter of health, 
while the role of powerlessness is seen as a risk factor for disease. Empowerment is 
therefore seen as a health-enhancing strategy (WALLERSTEIN, 1992) or as a way to develop 
an "empowering society" (VAN REGENMORTEL, 2002, p.75). An empowering society is a 
society that responds creatively to the capacities of individuals, organizations, groups, and 
communities, leaving room for autonomy, stimulating partnerships, and providing 
reinforcement where necessary. In a society like this, there is attention to structural 
mechanisms of social exclusion, and opportunities for everyone are promoted through 
active participation. [5] 
FREIRE (1970 [1968], p.493) relates empowerment to "conscientisation" and "critical 
consciousness." Conscientisation refers to the process in which persons become more aware 
of the sources of their oppression. FREIRE sees conscientisation as the first step in achieving 
empowerment. It is a process in which the capacity for critical thinking is enhanced. He 
refers to four levels of critical consciousness of socio-economic-political positioning: the 
magical, the naïve, the critical, and the political level. The political consciousness is the level 
at which people discover that others share their perception of reality and experienced 
problems. FREIRE's work implies that empowerment is a process of developing strength vis-
à-vis one's environment, i.e.: 
"We can legitimately say that in the process of oppression someone oppresses someone else; 
we cannot say that in the process of revolution someone liberates someone else, nor yet that 
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someone liberates himself, but rather that human beings in communion liberate each other" 
(p.66). [6] 
Scholars see empowerment as a process and an outcome that applies to individuals, groups, 
organizations, and entire communities (PRILLELTENSKY, 2008; VAN REGENMORTEL, 2002; 
ZIMMERMAN, 2000). PRILLELTENSKY (2008) describes the interrelatedness of power, well-
being, oppression, and their influence at personal, relational, and political levels. On a 
personal level, this includes gaining a locus of control, critical awareness, and developing 
skills and competencies. Empowerment is fostered and sustained by relational and social 
support, which can lead to the development of a sense of belonging and collective action in 
a group. Empowerment also has a political component, which includes the mobilization of 
political and economic power to strive for social justice. In sum, empowerment is an open-
ended, multi-level, dynamic, and multi-faceted concept that can help to make sense of the 
value of participatory processes for greater social justice and change. [7] 
Objectives and Methodology 
 
Research setting 
In 2015, a charity organization in the Netherlands initiated a 5-year program (2015-2020) to 
promote the well-being of families who live in areas of social disadvantage. The level of 
involvement of the people who were to benefit from the program varied in 46 sponsored 
projects. In 2016, the officer of the charity organization signaled a need for higher level of 
participation of the people they wanted to support in the sponsored projects as well as in 
their organization. At that moment, family members did not have a voice in the call for 
proposals in 2015, did not participate in the ongoing evaluation or monitoring of the 
sponsored projects, and did not have a seat on the charity board of the program. The charity 
fund wanted to sponsor an "open project" to stimulate participation in the current and 
upcoming programs of the charity fund and approached us (authors) to facilitate such a 
participatory project. [8] 
Co-research group 
The project started with one mother, who lived in circumstances that the program of the 
charity fund wanted to challenge, and the first author (Barbara) who approached the mother 
as co-initiator. The mother and a colleague of Barbara had already worked for two years 
together on another research project. Working from the start of a PHR study together with 
people who live or work in the subject of the project is an important principle of PHR (ABMA 
et al., 2019; ICPHR, 2013a). In informal ways, Barbara got in touch with four other mothers. 
They all reacted to a flyer with the heading: "Did you have a hard time at home, but do you 
feel better now? Share your experiences with the charity fund." The promise to the mothers 
was that they could formulate their own (research) aims, questions, and jointly design the 
project. The women received financial compensation for their time and travel expenses per 
meeting. [9] 
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The five mothers all live in a situation of poverty. Three of them are single mothers, and one 
got divorced during the period of the action group. They all experience different 
impairments. The age of the children varied (the youngest was 3, and the oldest 18 years) as 
well as their ethnicity and country of birth of the mothers. Some went back to school 
recently to increase their job opportunities, and some did voluntary jobs in their 
neighborhood. From now on, the group of women, facilitated by Barbara, will be called "the 
co-research group." The co-researchers who live in poverty are named "the mothers." [10] 
We (Barbara and Tineke) are both affiliated with a university. Barbara is a researcher, Ph.D. 
student, and teacher, who has conducted PHR for five years. Tineke is her Ph.D. supervisor, a 
professor in the field of participation and diversity and acted as a critical friend in the study 
and co-author. We share many privileges as we are both white, heterosexual, married 
mothers from middle-class backgrounds who are well educated, able-bodied, and employed. 
At the same time, we shared the challenges, difficulties and rewards of engaging in a PHR 
project over five years with different groups of people in unfortunate situations in academic 
and community environments. Both of those are sometimes hostile towards this type of 
research. In addition, two officers of the charity organization, a creative artist and a 
research-journalist, were connected with the co-research group to bring ideas and resources 
when necessary. The officers of the charity organization were more deeply involved in the 
group. The others were involved at moments in which the group thought they could use 
support, including competences, knowledge, and network. [11] 
We named the PHR study You Do Not See It after a booklet designed by the mothers in this 
study. We chose this name, because "not being seen" and "judged by labels and prejudices" 
appeared as central themes in the lives of the mothers. [12] 
Participatory health research  
The goal of PHR is to maximize the participation of people whose life or work is affected by 
the study and who can contribute to the study given their experiences. This participation 
covers all phases of the study (ICPHR, 2013a). The co-research group started the project by 
creating its agenda for research and action. Although the program of the charity fund 
focused on changing behavior related to unhealthy lifestyles, like food, smoking, sports, 
exercise, and alcohol use, the group decided not to focus on healthy lifestyles. The members 
acknowledged that an unhealthy lifestyle does not promote health and well-being; however, 
they believed that other topics were more critical in their lives. In their opinion, the mothers' 
unhealthy behavior was an outcome of underlying problems, like stress, low income, being a 
single mother, loneliness, mental issues, not feeling worthy, and having no job. All of these 
issues related to oppression (PRILLELTENSKY, 2008). So they felt the root causes needed to 
be addressed instead of working on behavioral changes. [13] 
The co-research group conducted three research projects in two years together with the 
collaborators. In this article, we highlight two research projects. The focus of the first project 
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was increasing participation of families in funded projects. The central question was: how can 
professionals of funded projects (project leaders, professionals in health and well-being, care 
workers, and researchers) collaborate with mothers in funded projects? In their second 
project, they aimed to promote action on a national level. Their second research question 
was: what are barriers to well-being for mothers in stressful situations? (Table 1) [14] 
Ways to collaborate with the mothers 
As a research group, we decided to make an appointment once every two weeks on Monday 
mornings on school days. From the first moment, the mothers strongly articulated their 
wishes and demands in collaboration. As a group, we decided on several criteria for our 
collaborative work. We agreed to 1. be meaningful, 2. help others with our experiential 
knowledge, 3. act (not just talk), 4. create something that made us proud, and 5. reach 
people "with power" on a local and national level with our products and voices. We wanted 
to learn by doing and wanted to evaluate our collaboration in a participatory way at several 
moments in the process. [15] 
The research group meetings with the mothers were central to the whole PHR process. We 
used the following participatory methods: single and joint interviews, group meetings, 
reflection questionnaires, photo-elicitation, and other creative methods (Table 7). The study 
is still ongoing at the moment of writing. Therefore, we shall describe the time period 2016-
2018. 
Our reflection of the use of participatory methods and the interactions among the mothers 
participating in the study is based on additional qualitative data sources (Table 8). These 
sources are transcripts of the meetings and evaluations of the meetings with the co-research 
group, field notes, and diary notes of Barbara. Together, we analyzed all data sources, with 
the research question in mind, and empowerment and critical consciousness as sensitizing 
concepts. 
Research ethics 
The mothers granted their consent to participate in this research project. According to the 
ethical principles of the ICPHR (2013b), we started the project with conversations about the 
questions: Why do we want to work together? and What are the aims of the projects? We 
also discussed power, ethics, and responsibilities and the main principles of ethical PHR 
(BANKS & BRYDON-MILLER, 2018; ICPHR, 2013b) in the first few sessions. The mothers 
appeared to be motivated to spend time on the dissemination of their findings to a Dutch 
audience. They did not collaborate in writing the present academic text. [18] 
For privacy, we used pseudonyms and shuffled names with quotes. All quotes were 
member-checked during the process with the individual members. Just before submitting 
this article, we translated the quotes by a native speaker to prevent any loss of meaning 
during translation (VAN NES, ABMA, JONSSON & DEEG, 2010). [19]  
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Goals Methods Stakeholders 
involved 





Single interviews (n=5) Co-research 







A group of five 
mothers, with plans 
for the next period, 
including 
commitment for the 
plans 







Survey (n=20) Co-research 
group and the 
officers of 








in a later stage 




Study II: Barriers to 
well-being for 
mothers in difficult 
situations 







the officers of 
charity fund   
Brochure about 
"Being Hurt Inside" 
as a conversation 
starter in a later 
stage 
One photo-elicitation 
session in the group 
(n=7) 
Two duo-interviews 
Five single interviews  
One creative assignment 




Table 7: Overview of the PHR project You Do Not See It (2016-2018). [16] 
 
Data sources Procedure Participants 
Transcripts  
(40 hours) 
Regular groupmeetings (n=20) with 
the co-research group 
Mothers (n=5), professionals of the 
charity fund (n=3), professionals of 
funded projects (n=20), 
participatory researcher (Barbara), 
creative artist (n=1) 
Transcripts (4 hours) Open evaluation sessions (n=6) 
Fieldnotes of Barbara Observations of regular meetings 
(n=20) with the co-research group 
Diary of Barbara  Personal written reflections Participatory researcher (Barbara) 
Transcript (1.5 hours) Open interview Mother and an external researcher 
Transcripts (3 hours) Open interviews Mothers (n=5) and a journalist 




In this section, we describe the non-linear, dynamic, and iterative process of collaboration of 
the co-research group in the PHR study You Do Not See It. We have outlined the 
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Personal understanding through storytelling 
In 2016, we got to know each other—the mothers, the officers of the charity fund, and 
Barbara. We shared stories about our lives and photos of our family and living environment. 
Besides, we discussed media portrayal of "people living in deprived neighborhoods" to get to 
know each other. We examined what it meant to live in poverty by sharing stories. It became 
clear that three of the five mothers were pretty critical of the structural forces that led to 
their poverty. 
Nicky: "Society demands high standards but is not set up to support people like my son. If your 
legs stop working, you get a wheelchair. But my son does not receive adequate support. Society 
wants you to participate, have power for that, etc., but you don't receive any tools that help you 
to participate." 
 
Anouk: "That gap is simply increased by what is going on in the whole world. Life moves so 
quickly, and everything is digital these days, and in such a rapid tempo. And the money is in the 
hands of certain groups, and they determine for the system how it will work in the entire world. 
Companies and the government do not want to see the best of us as people. They only look to 
see if we add a profit." [21] 
These rather critical mothers all went back to school for a degree in experiential knowledge 
of intergenerational poverty and social exclusion before or during the project. They became 
critical of structural inequalities in society through this training. Two other women were less 
critical and lived more by the day. One mother felt that she was a victim of the situation and 
partly attributed this to herself. 
Zahra: "My life is a struggle. Always has been, and it will probably always stay that way. Maybe 
it's my destiny. Could be ... at some point, you get confused or do not know how to solve 
everything. Then, I negatively express myself. You should but cannot find a way to keep going. I 
have always found it difficult to ask for help because I have too much pride, but I also feel a kind 
of sadness!" [22] 
After three meetings, the mothers concluded that projects which focused only on a healthy 
lifestyle did not best meet the needs of the families that should benefit from the projects. 
They wanted to contribute to the root causes of unhealthy behavior.  
Anouk: "Many people talk about 'everyone has to live a healthy life, no smoking or drinking, you 
name it.' But why are there these situations? Why does this happen to people? People start to 
smoke and drink out of despair, and that has nothing to do with disabilities. Their lives are 
limited because they have less income and do not know how to keep going. Smoking is not the 
first problem to solve." [23] 
In the beginning, the atmosphere in the group was warm. The relationship between the 
mothers showed tenderness. When co-researchers told stories about experiences of 
difficulties in daily life, other co-researchers reacted sensitively and empathically. They 
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seemed to understand the position of the other, as they knew by experience how it felt and 
often gave advice about how they should deal with the situation. In the meetings and a 
WhatsApp group of the co-research group, the women supported each other during hard 
times. However, occasionally, we all were aware that the atmosphere became slightly tense. 
Most women wanted to be heard, but in practice, they did not precisely listen to each other. 
Two women explicitly criticized the opinions of each other all the time. Barbara wrote in her 
diary: "It is not yet a group. The mothers respond to each other only if they recognize 
themselves in the story of the other. Mostly, they do not examine each other's experience." 
[24] 
Reflection on the process 
In this first phase, the women got to know each other, the co-researchers of the charity 
fund, and Barbara. Articulating each other's lens of understanding is part of PHR because 
this provides understanding of each other’s frame: what we see and how we define 
situations, problems, and solutions (ABMA et al., 2019). The group defined health broadly 
and wanted to focus on root causes instead of individual lifestyles. This can be considered 
the first step towards critical consciousness; instead of a narrow biomedical framework, the 
women framed it in a broad, holistic way (HUBER et al., 2011). Moreover, in a short period, 
they set their agenda for the research project and actions for change. The group found 
common ground and developed its agenda that deviated from the original focus of the 
charity organization. This was an important political statement: the mothers did not follow 
the agenda of the most powerful party but created their own agenda based on their own 
experiences and framework. [25] 
While we experienced tensions in the group, our first reaction was to reflect on it with 
colleagues from a third-person perspective (REASON & TORBERT, 2001). A colleague 
encouraged Barbara to reflect on her personal position as a facilitator in the group. This was 
uncomfortable. Barbara, as a facilitator, was aware of her otherness; she lived in a different 
situation, having had different educational opportunities, had a job and experienced the 
impairment that she could not understand the situation of the women fully. Nevertheless, 
Barbara was not fully aware of her role in the tensions. For the mothers, she was the 
facilitator who set the standards. We decided to discuss some moral principles of PHR in-
depth, like mutual respect, equality, and inclusion in the group. We also wanted to share the 
responsibility for the atmosphere in the group with the members. [26] 
Mutual understanding through interactions with stakeholders 
In the second phase, the group started with its first project about participation. As said 
before, the charity fund emphasized the importance of the participation of family members 
in the projects to ensure success and continuation. In practice, however, professionals of the 
funded projects often experienced difficulties in collaborating with fathers, mothers, and 
children in challenging circumstances. [27] 
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To explore this phenomenon, the mothers first briefly shared their first-person experiences 
about participation in projects in their neighborhood.  
Zahra: "People who are poor, like me, find the atmosphere of a project important. It should be 
fun. Sociability is scarce in our life. I saw that some professionals acted like: yes, this is my day, 
and this is my time, I do not have that much time, I have to do this and that. That mentality! So 
especially that informal, looser, not too tight, I like that." 
 
Nicky: "The people of the health service and the hospital always have such a negative attitude 
towards me when they talk about health. They reject my behavior. During these moments, I 
immediately think: 'Am I doing something wrong? Is my childcare not good enough?'" [28] 
The co-research group invited professionals of funded projects to share their experiences of 
difficulties in collaborations with family members by a survey with open questions. The co-
research group drafted a series of questions for the survey. In the next group meeting, we 
discussed the findings from the survey forms (n=20). Each participant of the survey received 
a personal reaction from the mothers, with an invitation to join a co-researcher group 
meeting for a face-to-face encounter. [29] 
Sixteen professionals from 12 funded projects met the group in face-to-face group meetings. 
These meetings resulted in a vast knowledge base about the complications which the 
professionals experienced with the involvement of families and the reflections of the 
mothers on these difficulties. The mothers liked face-to-face encounters; it fit their ideas on 
collaboration. They helped professionals of funded projects by sharing experiential 
knowledge. Initially, the mothers were uncertain about their contribution, but when 
professionals confirmed that the experiential knowledge was complementary to their own 
practical and scientific knowledge, they became convinced that their contribution was 
respected. [30] 
After the meetings with professionals, we discussed that designing a brochure with all our 
insights and experiential knowledge would be a good way to disseminate the findings of this 
project. However, while doing this, a mother raised a question, which showed her insecurity 
and needs for acknowledgment: "We think that it is valuable to share our knowledge in a 
brochure, but how did the project leaders experience the meetings and how did they use 
our insights in practice?" (Janis) [31] 
We decided to e-mail all professionals we had met for their reflections on the encounter. 
With a 100% response rate and substantive feedback, we concluded that many had 
integrated pieces of the mothers' advice into their project; some even said that the 
appointment had a significant influence on the way they worked. Only a few did not do 
anything (yet) with the insights of our encounter. We saw these positive results as a 
confirmation again that the voice of the mothers was heard, and that the knowledge had 
value for the professionals. 
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A project leader: "We decided to do things differently after our meeting. And perhaps less 
concrete, but also important, we have been organizing more involvement and input from 
residents during the last few months, for example in health prevention interventions, 
evaluations from questionnaires, etc. Very desirable and this also improves the quality of 
service." [32] 
Mothers were also proud of the brochure (Visual 6) they made: "I love this summary. It 
answers the question of how to collaborate with families in funded projects from our 
perspective. It brings all our conversations together in a few pages" (Zahra). 
Looking at the group dynamics in this phase, we saw a mixed picture. At some moments the 
ambiance was pleasant, especially when the professionals visited the group. However, there 
were still tensions in the group. For example, mothers were explicitly looking away when a 
mother spoke not-so-fluent Dutch or if someone talked for too long or too much about her 
misery and pain. Some mothers also gave non-verbal signals as rolling eyes and raising a cold 
shoulder at these moments. Having a full and inclusive dialogue was not always easy. Some 
mothers shared with Barbara that they recognized that the atmosphere in this group is 
similar to the atmosphere in other groups they joined. They shared with Barbara in a one-
on-one conversation their understanding of the atmosphere:  
Joyce: "The group is a fight. Jealousy. Who simply takes control of the group? The group is so 
vulnerable. Everyone can be hurt so quickly." 
Janis: "Your life is so small; your life is your home and your television. You do not experience a whole 
lot, so you just want to say: I also know something, I also want to be a part of things, I am there too, I 
am also somebody and I want to contribute something. Those kinds of feelings are very present at 
these meetings." [34] 
Reflection on the process  
The mothers shared their stories in dialogue with professionals of funded projects. They 
were heard and felt acknowledged. The women experienced in most meetings that they 
were valuable speakers and did not experience negative judgments of their identity from 
professionals of funded projects. This experience differed from their usual experiences 
where they felt judged on stereotypes of women in poverty and were not taken seriously as 
a credible knowledge sharer. [35] 
The mothers' horizon broadened. The encounters with new people were pleasant. Living in 
poverty meant for some mothers that they did not leave their home or neighborhood often; 
their world had become small. We created opportunities to meet and connect with people 
and to learn about projects all over the country through these participatory actions. The 
group gained access to new knowledge and experiences and people they otherwise never 
would have met. They also felt valuable by sharing their knowledge. It created a sense of 
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ownership and pride and a sense of belonging to a community that helped create a better 
world for their peers. [36] 
By the start of the PHR study, we had already met as a group 14 times. We observed that 
polarization around interpersonal issues continued between some mothers. It seemed that 
the mothers normalized the conflicts and got familiar with this kind of interaction in the 
group. One intervention of Barbara, as a facilitator, concisted of one-to-one conversations 
about the atmosphere in the group (second-person reflection). This gave us some insights 
into the understanding of the group members on the group dynamics, and she could ask for 
their cooperation for a good atmosphere during the meetings. Despite these conversations, 
we did not break through the battle for power between the group members. However, as a 
facilitator, she could feel more connected to the members due to the mutual understanding. 
[37] 
Deepening personal understanding: More creative methods 
Inspired by the success of the brochure, we decided as a group to prepare a booklet. Most 
mothers wanted to show the world the impact of living in an unfortunate situation on their 
family and their health situation. We started with two brainstorm meetings to talk about the 
booklet and decided that the booklet should be an invitation to policymakers to understand 
the world of the mothers and families and to reframe the poverty problem from the 
perspective of mothers. The women found two topics crucial: stories about the emotion of 
"gekwetste binnenkant" [being hurt inside] (SPIESSCHAERT, 2005, p.39; SUIJS, 2012) and 
experiences of friction between lifeworld and system (HABERMAS, 1987 [1981]). [38] 
At first, we collaboratively explored the concept of feeling hurt inside. We organized in-
depth joint interviews with the women; the women themselves conducted and audiotaped 
the interviews. We did a member-check by the women of the transcripts in the next 
meeting. We shared the narratives of the women from the transcripts in anonymous quotes 
with the group on the wall. This stimulated discussion about the quotes. At the meeting, one 
woman started to share (funny) quotes that circulated online in the WhatsApp group of the 
co-research group, because the quotes on the wall stimulated her. That evening, the 
mothers shared over 100 quotes on the WhatsApp group. For most mothers, these quotes 
were a way to communicate with loved ones and to express their feelings when they did not 
have the words for it. 
Anouk: "Sorry, this is my way of communication" [when she posted 50 quotes in 10 minutes]. 
Janis: "Yeah, this is fun." [39] 
In the next sessions, the mothers discussed the WhatsApp quotes and which ones people 
related to, or not, and why (Visual 6). 
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Then, a creative artist joined the group sessions. She brought in a fresh idea of using 
photography in the process to capture the essence of what it means to be a mother dealing 
with poverty and the challenges related to their situation in visuals and stories. The group 
welcomed a new and creative person. The creative artist renewed the discussion because 
she used alternative ways of exchanging perspectives about poverty and the feeling of 
"being hurt inside" with an art-based approach. After a short camera training in the session, 
the mothers were asked to take pictures of their lives with their mobile phone in the 
following two weeks. The mothers sent their photos to the creative artist who printed them 
for the next meeting. In the meeting, we discussed the pictures with each other, using the 
first three questions of the SHOWeD-method (WANG & BURRIS, 1994; WANG, YI, TAO & 
CAROVANO, 1998) to explore the stories behind every image. Every photograph brought us to 
stories that were not obvious upon first seeing the picture. At that moment, the central 
theme You Don't See It emerged. [41] 
Through the use of photography, themes that were difficult or painful to talk about were 
discussed, and this deepened the understanding of "hurt inside" and You Don't See It. We 
discussed themes as vulnerability of a child from a low-income family in society, the 
responsibility of the mothers to their children, and loneliness and stigmas facing the 
mothers. Some mothers were helped to alleviate their misery by exchanging these themes: 
"I am impressed by the stories of others who have a harder life than I do" (Joyce). [42] 
Another theme that stood out in all the narratives of the mothers were negative experiences 
with "the system" (governments and other institutions they depend on). We noted that 
every person had a different story, and every story needed to be heard and seen by others. 
An external research-journalist conducted interviews with the mothers and wrote a short 
story for each person. From that moment on, we started a conversation to explore together 
why these negative experiences existed within the system. For some mothers, it seemed like 
a simple question; for others, it was a very complicated question. 
Nicky: "We are all stuck within the system." 
Anouk: "It is from both sides, how can we [policymakers, professionals, and mothers like me] 
listen carefully to each other? Without blaming anyone? That is complex."  
Janis: "... I do not know ..." [silence] 
Zahra: "Nowadays, companies and policymakers only look at the question: what is this person 
going to perform? So they only hire temporary people, only investing in the 'high potentials.' It 
is a grey area. You need to perform at a very high level to participate in society. If you do not fit 
into their picture, you have bad luck and belong nowhere. Then you sit at home, nobody will 
help you, and they say: it is your fault. But they do not see that people have other qualities. 
They are too focused on ..." 
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After the conversation about the background of the current unjust situation, we had a 
dialogue about what needs to change for social justice. A lot of insight emerged by doing a 
creative assignment with the aim to have a dialogue about this topic. In the assignment, we 
looked from different perspectives (the person, helpers, organizations, and laws) to see 
solutions. The mothers saw that from all sides, including policymakers and politicians, 
professionals and mothers, joint actions were necessary to change. 
Nicky on the ideal situation of acknowledgment of experiential knowledge by policymakers: 
"Well, I notice that in my municipality: collaboration works ... If you can reach the same 
conclusion together, you can really get somewhere. I notice that this works." 
 
Anouk on professionals who annoy her: "I am not retarded. You think in boxes and labels. 
That's how it works. So try to let go of all those stereotypes and see me as a human being." 
 
Janis on the role of mothers and their attitude: "At a certain moment, we do not see them 
[professionals] as people either. I notice it in myself. Recently, I reflected on my behavior: I 
was just rude to her [professional]. What did she do to me? It is just her job. So I also have to 
change." [44] 
The creative artist designed the booklet of the co-research group, with figures of silver ink 
on every page. The visuals would remind us of a broken coffee cup that was fixed (Visual 6), 
as a reference to "hurt inside." You do not see the hurt inside because it is "fixed" from the 
outside, and we, as mothers, make it beautiful. But if you look closely, then you understand 
the hurt inside and its impact. The booklet is in the process of printing. A meeting with the 
co-research group and the Minister of Health is on the agenda. [45] 
The atmosphere changed positively in the group by working with a creative artist. We were 
more focused on the project than on each other by different assignments to collaborate on 
and different questions that were asked. Besides, the "do"-element of working with 
photographs and finding quotes helped to give the mothers a sense of ownership over the 
booklet. The material is theirs, and the professionals assisted in analysis and writing. [46] 
However, we still saw that the frictions in the group continued. The co-researchers reflected 
on this situation: 
Janis: "All those years, you are stuck in that painful situation...You cannot imagine how 
miserable those situations are. Sometimes, horrible things happen. I keep it to myself. I have 
lived through a war for eight years. You cannot imagine how horrible it can be. And that kind of 
revolution, the regime has changed, and the oppression, all of that, that I escaped my own 
country. Then you go to another country without speaking a word. You just have to, and I am so 
tired of it. I have absolutely no millimeter room for all those people who speak about their 
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Nicky: "I just don't have room and patience for other people right now, because I am so 
stressed, hurt and broken." [47] 
Reflection on the process 
In this third phase, the mothers developed a booklet about Hurt Inside and the barriers they 
face as a mother living in poverty. We made fun of the negative prejudicial stereotypes 
facing mothers in poverty. Humor and creativity were essential coping mechanisms in the 
process. Being ironic helped to reflect on themselves. The process of reflection stimulated a 
positive vibe in the group. "Having fun" was helpful in the occasionally tense process. [48] 
We used a series of creative methods. By using art-based techniques (GERGEN & JONES, 
2008), it appeared to be less challenging to share stories of painful themes that had 
appeared to be hard to articulate before. Some mothers found strength in this way because 
they learned that they were not the only ones who experienced the impact of poverty. 
Besides, sharing personal stories and the photographs of their lifeworld in a booklet to the 
outer world could be seen as a facilitator for political empowerment. [49] 
The collaboration with the artist and art-based methods helped deepen the group's 
understanding and develop artifacts that helped them to reach out to the "others," namely 
policymakers, professionals in care and prevention, and the people from the charity fund. 
Their story was presented in a tangible product and contained very personal qualitative and 
creative material that easily touched others. The mothers valued these artifacts as 
conversation pieces with officers of the charity fund in this case, who listened very carefully 
and were open to their accounts. [50] 
Within the group, we saw group dynamics that enhanced and decreased empowerment. On 
the one hand, we saw that the mothers, who already had developed critical consciousness 
before the start of the project, were the drivers of the political engagement in the co-
research group. They stimulated others to reflect critically and reach out to "others." On the 
other hand, we saw that the group dynamics also influenced the vibe in the group 
negatively. FREIRE (1970 [1968]) states that people who experienced oppression in their past 
in whatever situation are often shaped by that experience. They are hurt inside, exactly as 
we described in the booklet. Being hurt and oppressed is painful, generates anger, and 
leaves scars. Trusting people was not easy. This influenced the way we connected. A few 
times, we tried to discuss this in the group, but it was difficult to have an open discussion 
and reflect on it in the group to make a change. [51] 
Discussion 
In this study, we learned about pathways and challenges to working in PHR to foster 
personal, relational, and political empowerment. On a personal level, empowerment 
seemed to have taken place by a variety of paths in this PHR study. First of all, sharing 
control over the agenda of the research project, and the way we worked were essential 
steps for the mothers. Shared ownership is a core principle of PHR (ABMA et al., 2019; 
137
Pathways and challenges to strengthen empowerment
149044 Groot BNW..indd   137 26-01-2021   13:44
 
ICPHR, 2013a) to enhance an empowering society (VAN REGENMORTEL & FRET, 2000, 
p.302). Along the way, the mothers felt more and more responsible for the process and 
outcome of the research projects, and proud of the products. Secondly, acknowledgment of 
the professionals provided by feedback-loops in this study seemed to provide a positive 
influence on the mothers' self-assurance and self-consciousness. In their lives, the mothers 
often experienced epistemic injustice (FRICKER, 2007) by professionals—being seen as 
incredible knowers because of negative identity-prejudicial stereotypes (CRICHTON, CAREL & 
KIDD, 2017). In this PHR context, however, epistemic justice was experienced. Thirdly, we 
fostered learning and broadened horizons of people involved in the study. In this PHR study, 
we learned via co-creation about collaboration, living in poverty, and underlying structures. 
Our learning influenced our level of critical consciousness (FREIRE, 1970 [1968]). Fourthly, 
using humor to critically reflect on, and look with, irony to oneself was important in this 
process (MUNN-GIDDINGS & COOK, 2016). Finally, by participating in this PHR study, the 
mothers met people with stories, gained knowledge, and built networks. It enlarged their 
world and moved them away from their living room at home. This form of access to 
knowledge and networks (WANG & BURRIS, 1994) fostered individual empowerment. We 
also see in this process the value of volunteering for health and well-being (COHEN, 2009). 
[52] 
In our study, we mostly learned about the challenges of relational empowerment. The 
relational dynamic between the women was occasionally tense; polarization around 
interpersonal issues and in-group-conflicts were normalized. In this study, we reflected on 
three different levels (REASON & TORBERT, 2001) to understand the specific relational 
situation. We reflected via individual self-inquiry (first-person), with people from the co-
research team (second-person) and with others from a broader community, like PAR 
colleagues and the literature (third-person). From second-person reflections, we learned 
that tensions were rooted in deeper emotional states of the people contributing to this 
study. In third-person reflections, we used the literature on poverty and oppression to 
understand the situation. [53] 
In our reflections, we firstly related the interactions in the group to the concept of an 
"empathy wall" (HOCHSCHILD, 2016, p.5). Tensions mostly occurred between a mother with 
a refugee background and two women born and raised in the Netherlands. An empathy wall 
is "an obstacle to the deep understanding of another person, one that can make us feel 
indifferent or even hostile to those who hold different beliefs or whose childhood is rooted 
in different circumstances" (ibid.). Being raised in poverty in a country with war and 
oppression is different from being raised in poverty in a Western-European country. 
Secondly, the concept of hurt inside describes a deep emotional sadness that hindered 
people in poverty from functioning due to feelings of inferiority, confusion, being 
misunderstood, not accepted, shame, guilt, and humiliation (SPIESSCHAERT, 2005; SUIJS, 
2012). This feeling of hurt inside could influence every contact with others. Finally, the 
concept of "horizontal violence" (FREIRE, 1970 [1968], p.62) helped us to understand group 
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interactions. Manifestations of "horizontal violence" in a group include, besides more 
aggressive ones, subtle nonverbal behavior such as rolling eyes and raising a cold shoulder 
(THOMAS, 2012). The concept "horizontal violence" is characteristic for oppressed groups 
that fight others at the same level of a hierarchical system because they cannot be angry at 
people with power (ROBERTS, 1983). [54] 
The concepts described above helped us to better understand the group dynamics, and how 
the interactions in the group worked. The drivers for the tensions in the group seem to be 
rooted in the lives of the mothers. Understanding their responses increased our compassion 
and empathy with the women and helped us to relate with all of them respectfully. It also 
helped us to stimulate mutual understanding among the mothers. [55] 
The focus and attention to the group dynamics distracted us from focusing on the discussion 
of structural causes of exclusion. The relational dynamics required "ethics work" (BANKS, 
2016, p.35) for Barbara: putting effort into seeing ethically salient aspects of situations and 
developing oneself as a good facilitator who stimulated the empathy and mutual 
understanding within the group. Therefore, we only slightly fostered political empowerment 
and mobilization of resources in this PHR study. We saw that in this study, structural factors 
of poverty, like having no paid jobs, low education, and low health status, were internalized 
and individualized by some of the women. Discussing these topics was painful and made 
some people silent and sad. Remarkably, we saw the power of education on experiential 
knowledge and the development of levels of critical consciousness. The mothers who were 
trained to use their experiential knowledge were much more aware of their position and 
sources of oppression and inspired the others who did not have the educational input. 
Although it fostered everyone's capacity for critical thinking to some extent, it was only a 
first minor step to political empowerment of the group. Discussion of structural sources of 
exclusion requires attention and time before a group comes to collective action on a political 
level. [56] 
Finally, we highlight with this study that participatory methods promote empowerment, 
especially with the use of a creative, performative and arts-based approaches in data 
generation and knowledge translation (BOYDELL, GLADSTONE, VOLPE, ALLEMANG & 
STASIULIS, 2012; GERGEN & JONES, 2008; MITCHELL, DE LANGE & MOLETSANE, 2017; 
NGUYEN, 2018; VAN DER VAART, VAN HOVEN & HUIGEN, 2018; GUINEY YALLOP, LOPEZ DE 
VALLEJO, & WRIGHT, 2008). Creative assignments and arts-based methods supported 
participation (WOODGATE, ZURBA & TENNENT, 2017) and brought deep and informed 
understanding of complex issues (ABMA et al., 2019). In this case, the use of creative 
methods helped to express shameful and painful experiences that were hard to express by 
words alone. Moreover, the use of performative language, aesthetic writing, photography, 
and metaphors could create conduits for emotional connections and the delivery of 
messages that are deeply embodied and difficult to express (WOODGATE et al., 2017). They 
could be used as invitations to others to "consider this way of seeing the world" (GERGEN & 
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GERGEN, 2010, §2). Arts-based approaches could cross boundaries and connect with others 
as a "boundary object" (WOODGATE et al., 2017), which could be a step in reaching out and 
political empowerment. [57] 
The strength of this study is the detailed description of a PHR process, in which the reader 
could learn from an example of PHR. Besides, we give insights into the precarious process of 
PHR and group dynamics and show the vulnerability of the mothers and facilitators in a 
process of co-creation. The most important limitations of the study are that the concept of 
empowerment is not adequately elaborated on together with the mothers. We present in 
this article the perspective of the authors, based on data collected at various moments. 
However, it could be that the mothers have a different perspective on the topic of 
empowerment, what this PHR study has brought them, and what has held them back from 
empowerment. [58] 
Conclusion 
The first years of this PHR study with mothers living in poverty contributed to empowerment 
on several levels. Mainly, personal empowerment was achieved by different means, by the 
promotion of ownership and epistemic justice. In this case, achieving relational and political 
empowerment was more challenging. Relational dynamics influenced the process, and focus 
of the group and facilitator, and the relational-ethical work distracted us from gaining 
political empowerment. We conclude that time, relational sensitivity, and perseverance are 
essential to achieving empowerment on all levels in PHR. Navigating in a PHR journey 
between personal, relational, and political elements of empowerment is complex but full of 
potential benefits for all parties involved. [59] 
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Qualitative researchers are more and more keen to have social impact and make their 
research actionable. Participatory health research (PHR) involves people who live in 
vulnerable situations and fosters collaboration with other stakeholders, including 
policymakers, to improve the health and well-being of those whose lives are at stake. People 
who it concerns are engaged in every step of the research process of PHR to make a 
difference and strive for social change. Qualitative and elicitation methods are often the 
primary source of data gathering in PHR, and an arts-based approach is a powerful way to 
engage a salient audience, such as policymakers. This article provides a thick description of a 
PHR study aiming to create a learning platform for change in service delivery for 
unemployed people in order to better meet their needs. 
 











Qualitative researchers are more and more keen to realize societal impact and produce 
findings that are useable (Gómez & Zapata-Sepúlveda, 2018). A particular stream of 
qualitative researchers, informed by the critical qualitative inquiry paradigm, attempts to 
transform and foster justice-oriented action (Cannella et al., 2016; Denzin & Giardina, 2018; 
Denzin, 2017; Denzin et al., 2017). In short, this is not research “about,” but research “for” 
practice. In this article, we present a third approach: research “with” people, also known as 
participatory research or, in the domain of health and welfare, as participatory health 
research (PHR). 
 
PHR is an emerging research approach in the context of health and welfare (Abma et al., 
2019). PHR works from a transformational paradigm (Mertens, 2010), which means that PHR 
studies aim to bring about a process of change in the direction of greater social justice. It is 
critical to irrational, inhumane, oppressive, and exploitative situations. Abma, Banks et al. 
(2019) state that engagement is a core principle of PHR: 
 
Engaging in participatory research is engaging in possibility, acknowledges the 
potential in people and seeks empowerment and capacity building through the 
research process and beyond. It makes no sense if you are interested in contributing 
to changing the social relations that lie at the bottom of health inequalities if you 
practice research in a way that reinforces the existing power relations that created 
the problem in the first place. (p. 14) 
 
Maximum participation is key to PHR, and like other related participatory and action 
research–oriented approaches (Bradbury, 2015). PHR collaborates with people whose lives 
and work are being studied in all phases of the health research (ICPHR, 2013). This 
collaboration grows out of the wish to create more equal relationships between researchers 
and those who are the subject of the study. People whose interests are at stake have a voice 
in the research process. Another underlying premise is that acknowledging different 
perspectives of stakeholders creates a broader pallet of knowledge for social change and 
enhances our understanding of the complexity of social situations (Abma & Stake, 2001). So, 
in PHR, researchers are committed to social justice in the research process as well as in the 
research outcomes. 
 
PHR has many resemblances with participatory action research (PAR). PAR is often seen as 
an umbrella for various strands that are guided by underlying principles of inclusion, 
democratic decision making, collective action, and human flourishing (Reason & Bradbury, 
2001). PHR can be seen as one of the strands within PAR, one that focuses on health and 
social well-being. The context of PHR is characterized by hierarchic power relations between 
persons dependent on professional experts and normative conceptions on health and 
147
Making a difference
149044 Groot BNW..indd   147 26-01-2021   13:44
 
healthy lifestyles. The voice of people receiving help and support for their needs can easily 
be ignored in such contexts because professional expertise and evidence are considered the 
most objective forms of knowledge (Carel & Kidd, 2014). People receiving support and care 
are not automatically granted authority as knowers even though they are the ultimate users. 
 
In line with the work of educator Paulo Freire (1970 [1968]), PHR does not accept the power 
structures that currently exist in society. PHR strives for more social justice and 
empowerment via participation and critical consciousness-raising regarding structures in 
society that reproduce oppression. In PHR, stakeholders with power and those who may 
benefit from changes are involved in a research process from the start. It is assumed that the 
engagement of officials will increase the chance of a sustainable social change of a research 
project on a systematic and structural basis. However, the debate about the engagement of 
policymakers, besides the people who live in vulnerable situations in PHR, only started 
recently in the literature. For instance, Mitchell et al. (2017) discuss the strategic behavior of 
policymakers in participatory visual research. 
 
In sum, PHR aims to foster: (a) participation of all involved in the subject of the study in 
every step of the research process and (b) collective action and social change. This article 
describes a case example of a PHR study aiming to create a platform for change in service 
delivery for unemployed people. Main questions are as follows: (a) How were people who 
live in a vulnerable situation and policymakers engaged in a PHR study able to create change 
together? (b) What action or social change took place? The goal of the article is to provide 
practical knowledge for qualitative researchers to adopt a participatory approach and spark 





This article describes the process of participatory research step by step, based on several 
data sources. First, the basis of the description of the process is the research journal of the 
first author, tracked during the PHR study, called The WorkPlace. This study started in 2015 
and is still on-going at the moment of publishing this article. Second, the quotes in the 
results section are selected from a diary of the first author. This diary consists of an archive 
of e-mails with co-researchers and policymakers, notes of conversations, and photographs of 
the process. Prolonged engagement in the field, a thick description, researcher’s reflexivity, 
and a critical friend are used as validity procedures (Creswell & Miller, 2000). 
 
The author team of this article consists of four academic researchers; three were involved in 
The WorkPlace and one is a critical friend (Kember et al., 1997) who is familiar with PHR. The 
co-research team of The WorkPlace consisted of 18 co-researchers in total, who all had 
experiential knowledge of being unemployed. The academic researchers wrote this article. 
148
Chapter 6
149044 Groot BNW..indd   148 26-01-2021   13:44
 
 
Writing academic articles is often tied to deadlines, which do not fit the life world of the co-
researchers. Besides, collaborative writing of academic articles in English with non-academic 
and non-native speakers is a time-consuming process, which asks for attentiveness from all 
and dialogue between all to do justice to all forms of knowledge. This involves a care ethical 
process (Banks, 2016; Groot et al., 2018). At the moment of writing, the co-research team of 
The WorkPlace consisted of eight co-researchers, who all decided to focus on other, more 
pressing topics, such as preparing an art-based presentation for policymakers, rather than 
academic writing. Academic writing was low on the list of priorities of the co-researchers. 
 
In practice and grounded in the philosophy of PHR, everyone in the co-research team is a co-
researcher and works in partnership on an equal basis. However, to enhance the readability 
of this article, we use the terms “co-researcher” for team members with a lived experience 
in unemployment and “researcher” for team members who work for the academy. The term 
“co-research team” consists of researchers and co-researchers. Finally, stakeholders with 
power to make a change in the municipality are called “policymakers.” 
 
The WorkPlace: Step by Step 
 
Background and overview of all steps of The WorkPlace 
In 2015, The WorkPlace started in a large city in the Netherlands. The study follows a PHR 
approach (Abma et al., 2019; ICPHR (2013). As PHR is grounded in a transformative research 
paradigm (Mertens, 2010), this study aimed to bring about a process of change in the 
direction of more social justice in service delivery for people who are unemployed. The 
approach of The Workplace is cyclical with three main phases per cycle: (1) collecting 
experiences together with those whose life (or work) is the subject of the study—lived 
experiences are a starting point for a mutual learning process; (2) dialogue between 
different stakeholders about the issues that matter to them; and (3) collaborative action and 
monitoring of outcomes of the collaborative process in the previous phases (Groot & Abma, 
2018a). These three main phases often occur several times in a circular process within a 
long-term participatory health study, as described above. The WorkPlace is positioned at the 
end of the second cycle of action at the moment of this writing. 
 
In several phases, the co-research team adopted various qualitative methods in a 
participatory way, such as interviews together with co-researchers, group sessions co-
facilitated by co-researchers, and dialogue sessions together with co-researchers and 
policymakers. Also, we used more creative and arts-based methods, like arts-based sessions 
with photography, poetry, and creative interactive sessions. To analyze the data 
collaboratively, we used several methods, like Critical Creative Hermeneutical Analysis 
(CCHA; Lieshout & Cardiff, 2011), thematic analysis (Braun & Clarke, 2006), and Visual 
Thinking Strategy (VTS; Moeller et al., 2013; Table 9). We elaborate in-depth on these 
methods in the next sections. 
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Table 9: Summary of the research cycles of The WorkPlace with different steps and methods 
 
Before starting officially: creating support for participatory research 
Platform for participatory approach. In 2014, an initiative was started to collaborate making 
a change for and with people who live in a vulnerable situation: people who are in need of 
care and support because their health and social well-being are seriously under pressure. 
Think of frail older people, people with one or more chronic diseases, and people with 
psychiatric vulnerabilities and/or intellectual or physical disabilities. 
 
It concerned a mixed group that insisted they did not want to be identified as patients or 
clients and who deliberately put emphasis on the societal circumstances that made them 
Cycle  Step Method of data generation and 
data 







experiences as a 
starting point for 
mutual learning 
Transcripts of 24 in-depth 
participatory interviews  
Collaborative analysis: 
CCHA with co-researchers 
and researchers & 
thematic analysis by 
academic researchers 
Photographs of 8 single 






Notes of observations of the visit 
to officials of the city and 2 
dissemination sessions (n=40 
policymakers each)  





Notes of meetings and phone calls 






I: Collecting and 
articulating 
experiences as a 
starting point for 
mutual learning 
Transcripts of a participatory group 
discussion (n=15 policymakers) 
Notes of 14 participatory arts-
based group sessions (n=12 
participants) and open evaluation 
forms of all participants 
Collaborative analysis of 







Notes of 2 participatory creative 
interactive sessions (co-
researchers, researchers and n=24 
policymakers each session) 
Collaborative analysis: 
CCHA with co-researchers 
and researchers  
 
Notes of Participatory Festival of 
Participation with public (n= 150 
policymakers and professionals in 
the field of wellbeing and care) 
III: Collaborative 
action 
Notes of presentations and 
conversations to organize support 
(in organization and finance) for 
the next cycle of action 
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vulnerable. Out of that group and a broader group of people active in the field of health, 
well-being, and participation (experts-by-experience, directors, health policymakers, and 
researchers), a platform was built called Centre for Client Experiences 
(www.centrumvoorclientervaringen.com). One of the reasons to start a platform was to 
organize support for PHR as a way to collaborate and improve policymaking together with 
those who are subject to the policy. 
 
Making a case for “participatory” research with people.  
The local municipality wanted to collaborate with the initiators of the Centre for Client 
Experiences. They gave us the opportunity to conduct a PHR study in their change-program 
Participation Works (Meedoen werkt in Dutch), through the financial support of a small 
research study. Funding and commitment of a “full” PHR study with maximum participation 
of people, who are unemployed, seemed a bridge too far for the commissioners at that 
moment. Therefore, we agreed to start a small qualitative research study with participatory 
elements. “Making a case” for participatory research, including maximization of 
participation, is known to be difficult in new partnerships, especially in sponsored research, 
because the approach is unfamiliar, control over the process needs to be shared, and the 
outcome is unknown (Abma et al., 2019). Starting with a small project and introducing the 
concept of participation in qualitative research was supposed to be the first step for further 
collaboration with policymakers of the municipality. 
 
The academic researchers tried to work in a participatory fashion as much as possible, yet it 
had to fit within the present framework of the commissioner. The following steps were 
taken to increase the commitment at the municipality. First of all, the research proposal was 
written together with a researcher from the client advocacy movement of the city. Second, 
the concept of “co-researchers” was included in the research proposal: people who were 
unemployed were involved in all phases of the study. To convince the commissioner, a few 
arguments supported this proposal: (1) participation will improve the study question (make 
it more relevant); (2) co-researchers bring in experiential knowledge, and thus offer more 
insight in their life world; (3) they establish trust with the research participants; (4) they 
improve recruitment and the quality of data (a greater variety of perspectives); and (5) they 
check and validate the analysis and interpretation (face validity; Abma et al., 2019). Finally, 
the municipality commissioners agreed. We convinced them that including people who are 
subject of their policy in the study was an innovation for the organization. 
 
First author (diary notes, October 2015): “This was a first moment in which I felt a spark of 
change: there was political will for participatory research, and it could be a catalyst for action 
in this context.” 
 
Establishing a participatory co-research team.  
Before we could officially start with the first phase of the research, the first author 
established a group of six co-researchers who were unemployed. Most of them were eager 
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to take collective action to improve local situations and reduce structural inequalities and 
health disparities. As the backgrounds of co-researchers frame their worldview and 
interpretation (Abma et al., 2019), the co-research team took the first 2 months to get to 
know each other in-depth and discuss their frames. 
 
A co-researcher of the group: “I did not have contact with anyone for a few years. I stayed at 
home all the time. Therefore, I feel the urge to collaborate in this research. I did not receive 
support to reconnect with people again.” 
 
In these two months, we (the co-researchers and first author) met every two weeks. The 
first author facilitated the meetings. We adjusted the research question and redesigned the 
methods and recruitment strategy within the preframed conditions of the commissioner, 
like timeframes and budget. A topic list for interviews was also developed collaboratively. 
The commissioner saw this research as “traditional,” so the strategy of dissemination of the 
findings was not discussed: just a “normal” written report. As a co-research team, we 
decided that photographs and stories of people who were subject of the study were 
significant in the process, to feel their life world. 
 
Starting officially: the agenda-setting cycle 
In the first cycle of The WorkPlace, the co-research team started with a phase of generating 
experiences of people who were unemployed. The research question of this phase was: 
What are drivers and barriers to participate in society and (paid or voluntary) jobs, and what 
needs to be changed? The group of people we interviewed consisted of people who did not 
participate in society or jobs lately and/or just started participating after years of staying at 
home. 
 
Participatory interviews and photography sessions.  
The co-research team conducted in-depth participatory interviews with people who are 
unemployed (n = 24) and organized eight photography sessions of the life world of 
participants. Participatory interviews are interviews that are conducted by a team, made up 
of a co-researcher and a researcher from academia, and aim to heighten the personal 
understanding of the interviewed participant (Abma et al., 2019). The duo of researchers 
complements each other in the interviews (Abma, 2018; Abma et al., 2009). The co-
researchers often achieved rapport easily and connected with the participant on an 
emotional level by prompting their own experiences in the interview (Abma et al., 2009). 
The academic researchers complement the co-researcher with their skills to conduct in-
depth interviews and focus on the broader research question. Participants enjoyed the 
approach of participatory interviews. 
 
A participant after an interview (diary note, December 2015): “When I heard that a person 
with lived experience would interview me, I was persuaded to participate. Not a young 
student who does not understand my situation at all… And I am happy that I collaborated.” 
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The recruitment of the participants for the participatory interviews was complex. People 
who do not participate in society or have jobs, are often off the radar for professional care 
organizations and the municipality. Socially and culturally they stand at a distance from the 
society. So to find participants, creative ways to connect were necessary. A co-researcher 
proposed a night visit to an alternative homeless shelter to connect and interview 
participants. He arranged a visit via his contacts from his past as a person who experienced 
homelessness. The co-researcher with lived experiences felt at ease in the shelter that night 
and connected with numerous persons very quickly. Although the academic researcher felt 
very uncomfortable and not attuned, they accepted her presence because she was with the 
co-researcher who had personal contacts in the shelter. This co-researcher told participants 
why he thought this study was necessary from his perspective as a former homeless person. 
 
The coordinator from the homeless shelter (diary note, January 2016): “Our people never 
speak to people from the university, municipality, or formal institutions. I was surprised that 
you had such lively conversations tonight.” 
 
After every interview, participants were asked to participate in a photography session at 
home or in their neighborhood to further heighten the understanding of their life world. 
Eight of the 24 participants participated in this activity. At the time we did not consider 
participants making photos themselves, like “Photovoice” (Wang & Burris, 1997). The first 
author took the photographs, and the participants decided what they wanted to show in the 
picture. All signed an informed consent form for publishing the photographs in the report. 
 
Collaborative sense-making of the data. 
The researchers and co-researchers analysed and interpreted the data in several workshops. 
To include non-academics in the analysis, we first used the CCHA (Lieshout & Cardiff, 2011). 
CCHA, a creative and participative analysis approach, works with a seven-phased framework 
that is intended to help co-research teams to develop themes from the data/narratives 
collected for the phenomenon under study. We also made summaries of the interviews that 
were used to familiarize the team regarding the data. 
 
A co-researcher (dairy note, January 2016): “By reading the summaries, I could empathize 
with all conversations. Happily it was not the 15 pages of inscrutable transcripts per 
interview. With my disability and life, I cannot work with these… but now I could contribute 
to the analysis.” 
 
After the CCHA, the first author conducted a thematic analysis to increase rigor in this study. 
We followed the six-phase method of thematic analysis of Braun and Clarke (2006) in which 
we identified, analyzed, and reported patterns (themes) within the raw data. This analysis is 
minimally organized and describes the data set in (rich) detail. This analysis was compared 
with the outcomes of the CCHA and discussed in a workshop with the co-researchers. In a 
final workshop, we discussed the draft report. 
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Dialogue regarding the agenda of clients 
After the agenda-setting by participatory qualitative research, the phase of dialogue started 
to extend the horizons of different stakeholders. This phase included the presentation of the 
report for policymakers (on- and offline), a visit to officials of the city with the group from 
the co-research team, and two dissemination sessions with policymakers (80 participants). 
To extend horizons, we tried to involve different stakeholders in two ways: first, with 
narratives and photographs in the report to “feel” the message; and, second, by arranging 
meetings in person with the co-research team, for example, with the City Council Member. 
 
The research findings stimulated a broad dialogue inside the municipality about participation 
and, above all, the value of people with experiential knowledge for changing social services 
of people who are unemployed.  
 
A researcher from the municipality (diary note, December 2016): “If we talk about impact, 
this research had an impact. Everywhere I come [in the department of Participation and 
Employment in the municipality, which organizes the local policy and service for people who 
are unemployed] people refer to this study.” 
 
A co-researcher (diary note, December 2016): “I am glad that they listened to our story. 
People with the power to change policy did spend time with us to discuss the report. But… 
hope they also act, and not only listen.” 
 
The co-research team was eager to continue the PHR study, and several policymakers also 
wanted to maintain the process of this group. However, there was no budget to sponsor the 
participation of the co-researchers at that moment in time, and no funding for resources of 
the academic researcher, so, unfortunately, the group fell apart. 
 
Collaborative action: setting the agenda for The WorkPlace 
The final phase of a research cycle is collaborative action. Although the co-research team of 
the first phases had fallen apart, the first author was eager to make a change in the context 
of the service delivery. The first author organized support in the municipality and resources 
for the second cycle of PHR study, together with the second author who is an expert on “the 
integration of experiential knowledge in service delivery.” The collaboration with the second 
author was strategic because “experiential knowledge” was a shared topic on the agenda of 
people who were unemployed based on the first cycle of the PHR study and the agenda of 
the municipality. The process of organizing support took over 1.5 years (with a lot of 
meetings and phone calls). 
 
Capacity building of people with experiential knowledge 
Group discussions and participatory arts-based group sessions.  
In 2018, we continued the process of the PHR study in the second cycle of research. We 
started with a new group of co-researchers with lived experiences and a group of 
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policymakers. To involve people who were policymakers in the topic of the study (social 
services), we started with a group session with policymakers (n = 15). The participants 
shared stories about their views on people who are unemployed and explored their 
perspectives on the value of experiential knowledge. The second author and a researcher 
from the client movement facilitated the group; both were experts-by-experience in being 
unemployed. Strikingly, half of the group had a personal history with experiences of being 
unemployed or having psychiatric issues. 
 
A participant of the group discussions (transcript group discussion, December 2017): “It is the 
first time we exchange experiences like this with each other. We never talk about this at 
work. As well as our personal stories as the stigmas we have about ‘them.’ [people who are 
unemployed]” 
 
A change agent of the municipality was crucial in this process because he was a connector 
between a new co-research group and the policymakers. He linked the academic researchers 
via his network of the municipality with 12 new co-researchers (people who were 
unemployed). This cycle of the PHR study aimed to gain insight into the experiential 
knowledge of being unemployed and the value of this type of knowledge for the town.  
 
Remarkable was that this second cycle was more in line with the principles of PHR. For 
example, “empowerment” and “capacity building” through the research process and beyond 
(Abma, 2018) was a central aim in this cycle and the research proposal for the funder (again 
the municipality). This group of 12 co-researchers met in 14 participatory arts-based group 
sessions, facilitated by the first, second, and third author. In each session, one of the co-
researchers shared a personal life story about his/her past, daily life, and future dreams. 
 
Co-researchers prepared their own story beforehand, and the others reacted to the stories. 
The group identified individual and collective themes from all stories. The researchers from 
academia helped the group to analyze, name, and summarize themes. They used creative 
methods like drawings and poems to articulate themes that are difficult to articulate (Groot 
et al., 2019). The summary and reflections of the academic researchers were sent to the 
group after every few sessions, as a member check and support for the process. This process 
was the basis of an agenda for action for this group. 
 
A co-researcher (in her written evaluation of the session, July 2018): “Hearing the stories of 
others, helped me to learn about my own life. It was confronting. I am more aware of my 
position in society now. And powers that keep me in this position.” 
 
Participatory arts-based work  
In the participatory arts-based group sessions, creativity provided an opportunity to learn, 
reflect, and gather data together. In all 14 meetings, the group worked on individual and 
collective creative products about their lives, life-disrupting events, social justice, and actual 
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ideas and solutions to improve the services to unemployed citizens. Working in a 
participatory manner with art was new for almost everybody. Several co-researchers, 
however, were trained and had skills in creativity, like singing, playing music, theatre, 
meditation, writing, and other creative forms. Their competencies helped shorten the 
process of making products. The creative methods also facilitated expression of experiences 
that were subconscious and filled with self-stigma. 
 
Three co-researchers found a way to embody their knowledge in the form of art or 
meditations, songs, music, or theater performances (https://tinyurl.com/y63orpks). In these 
outings, the co-researchers let the audience experience their feelings in a multisensory way. 
It promoted human dignity of the co-researchers because of the manner in which they 
shared knowledge: this was profound and impressive. A 3D-artwork (Visual 7) shows a forest 
of curtains, photographs of the life world of people, and tick boxes and funnels of 
procedures. It shows the disconnection of people who are unemployed and people who 
could support them. Furthermore, four other co-researchers wrote monologues and texts 
and made posters and pamphlets as a way to understand. See, for example, a monologue 
(Visual 8), which shows a story about not being a victim, but a human. By creating these 
products and analyzing them collaboratively with VTS (Moeller et al., 2013), the group and 
individuals understood that their own experiences were not exclusive but were broadly 
shared amongst the group of co-researchers. VTS is a method in which participants enter 
into a dialogue with an art piece in order to reveal what can be seen in that piece. 
 
Half of the group could not attend the meetings regularly or stopped during the process due 
to their personal life situation. However, the group evolved in the 14 sessions as a “small” 
action group, under the guidance of the facilitators. The group wanted to raise 
consciousness among the policymakers regarding living situations of unemployed people. 
 
A co-researcher (e-mail to the first author, July 2018): “Although I cannot come to the group 
as often as I want to, this group gives me so much hope… I see things differently now… 










Visual 7: A 3D-artwork named “seen?” 
 
NO, I AM NOT A VICIM 
My life was overshadowed with good intentions 
One moment, you don’t take it anymore…. It takes you 
There are laws that go against everything that is ‘good’ 
It depends how your life proceeds 
How the cards are shuffled 
No, I am not a victim 
I do not blame anyone 
I have been smuggled to my life 
I have had luck 
Blessed 
But he! 
You have to keep seeing me! 
In the mess 
Hiero! Joe hoe! 
Here I am! 
I want to tell my story 
I am a human. 
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Dialogue after a theater performance, meditation, and art exhibition 
During and after the participatory arts-based sessions, the co-research team tried to 
encourage a dialogue with policymakers about their experiential knowledge. At one point, 
we invited groups of stakeholders (n = 24) to experience the art-based products. In these 2-
hr meetings, the co-researchers organized a performance and after that an exhibition of the 
artwork. We discussed the art in a plenary session and small informal groups. The response 
was positive and was written down in a response sheet that every policymaker could fill in 
during the meeting; however, not all policymakers were open to seeing the value of 
experiential experience. Most of them were moved by the presentations of the co-
researchers and became inevitably involved in the themes they expressed. 
 
A policymaker (written in the magazine, July 2018): “Thanks for sharing your feelings and 
thoughts with us. We have learned a lot from this meeting. All products were powerful and 
had affected me.” 
 
A policymaker (written in the magazine, July 2018): “What do ‘they’ think… if they lived in a 
country without social welfare, they could all work. The city needs people who work! If they 
can do this… they can also work…” 
 
In the fall of 2018, the group gave two shows at a festival of the Centre for Client 
Experiences and in a small theater in the city. The aim was to broaden the dialogue with 
people who can make a change. At the moment of publishing, the group advised the City 
Council Member about the next phase of The WorkPlace. However, this is not that easy, 
because politicians alternate every 4 years in the Netherlands and every council member has 
his/her own agenda. The City Council Member that is responsible for policy till 2022 
embraces experiential knowledge; so hopefully, the future is bright for The WorkPlace. 
 
An academic researcher (diary note, December 2018): “I realize that we as a team are only a 
tiny project in the large city full of ambitions… We have to be happy that policymakers listen 
and think slightly differently after our presentation as a start for broader action…” 
 
Discussion 
PHR includes people who live in a situation of health inequalities and other stakeholders in 
all phases of the study to make a change (Abma et al., 2019; ICPHR, 2013). One of the main 
findings of this study is that PHR includes multiple extra steps, creative methods, and cycles 
in comparison with the traditional research cycle of qualitative research. It concerns various 
steps before starting data generation to create a broad social basis; frame, organize, and 
shape the study jointly; and act together to plan for and to capture change also after 
dissemination of the findings (Abma et al., 2019). The steps that need to be taken in a 
participatory research and change process are not always apparent to those who engage in 
it (uncertainty and ambiguity), and the sharing of control may generate reluctance among 
those who are in a privileged position. 
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Commissioners of the research and co-researchers can have different expectations of 
timeframes and budgets, which can lead to ethical issues in partnership in PHR (Groot & 
Abma, 2018b). Commissioners want a written report to account for the project, although 
this is not always the most appropriate form of reporting for co-researchers. Policymakers 
have specific timeframes, aligned with political decisions, which do not coincide with the 
timeframes of academics or co-researchers, while the co-research team wants to make a 
difference as soon as possible. 
 
The second main finding about participation of non-academics in PHR is the value of 
inclusive and arts-based approaches, like photographs, artworks, poems, music, and 
meditation, and academically underpinned creative ways of analysis, like VTS (Moeller et al., 
2013) and CCHA (Lieshout & Cardiff, 2011), amongst others. This finding broadly supports 
the work of Franz (2010), McNiff (2008), and Vaart et al. (2018), who comment that arts-
based approaches provide an open-ended stream of consciousness and spontaneity, 
generate deep insights by going beyond rational-cognitive ways of knowing, and could offer 
new possibilities of further human understanding and knowing. These approaches can also 
open up experiential knowledge that is difficult to articulate verbally because of shame or 
stigma. Especially the knowledge of “the oppressed,” as Paulo Freire (1970 [1968]) called 
this, needs innovative methods for explicating it. Creative and arts-based research methods 
in participatory research potentially bring, as Vaart et al. (2018) state, a “spark among 
community members to engage in further action and contribute to their community’s 
resilience” (p. 1). In this study, arts-based methods (Boydell et al., 2012) helped to deepen 
understanding, and the artifacts developed helped to reach out to the “others,” namely 
policymakers. Arts-based approaches could cross boundaries and connect with others 
(Woodgate et al., 2017). 
 
A third main finding of the study is that systematic and structural social change takes a long 
time. However, transformation at an individual or group level is accessible in every cycle of 
the research. In our study, we saw personal and relational empowerment occurring, 
especially in the second cycle. In PHR, social change and action can be categorized into three 
different, but interrelated forms, as layers: (1) transformative individual- or group-level 
change; (2) social action arising from individual- and group-level change; and (3) broader 
social change at systemic and structural levels (Davis & Vaughan, 2018, p. 183). In PHR, a 
dialogue among policymakers and the co-researchers with lived experiences must be seen as 
change as well (Mitchell et al., 2017); it represents a change of power relationships between 
“those who are in need of service” and “those who provide services.” Alternatively, 
policymakers who become more aware of their stigmas and own personal history and values 
can use this to frame their way of working. Moreover, this could lead to social action arising 
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Social change is dynamic, messy, unpredictable, qualitative, and relational (Davis & Vaughan, 
2018), in contrast with the concept of “impact,” which is based more in the traditional 
model of research and favors predictable and quantifiable change (Banks et al., 2017). 
Change in PHR is not immediate, but local, and specific, because tackling the causes of 
structural oppression takes a broader movement (Ledwith, 2007). Davis and Vaughan (2018) 
state that PHR is often just one contributor alongside political reforms and other 
movements, to redress inequality. This insight could be challenging for co-researchers who 
have higher ambitions to make a structural change. 
 
The final main finding is that PHR asks, in comparison to qualitative research, “ethics work” 
(Banks, 2016). It includes processes of noticing, attending, thinking, interacting, and 
performing to keep an eye on the dignity, respect, and equality of power relationships in 
PHR. It needs a choice for a position to continue a project if it stops (role work), building 
trust and being compassionate with co-researchers with a lived experience to continue with 
a group (emotion work), and engaging in dialogue with others continuously (relationship 
work). Finally, it concerns, for example, making aspects of this work visible to others 
(performance work). Without broad support, sharing of control, and good relationships 
based on trust, change is hard to realize. Ethics work is, therefore, an essential part of PHR 
to help make a difference. 
 
Conclusion 
This study shows that qualitative research differs from PHR in the way it involves people 
whose life and work are the subject of the study in every phase of the research. Long-term 
engagement of people who are unemployed asks “ethics work” of the academic researcher, 
especially if the study is academic-led and commissioned externally. Connecting with 
stakeholders who can make a change could be more successful by affecting them with arts-
based work and collaborating on a partnership level with co-researchers with lived 
experiences. This PHR study made a difference on several levels: individual- and group-level 
action. Structural change was not yet achieved within the first two cycles of the PHR phase. 
That might take a longer run. 
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Learning together in depth about relational ethics is emotion work 
Summer 2018.  
A conversation between me and a co-researcher after a day of collaborative reflection. 
Barbara: “If I want to be critical reflexive and do ethical PHR, I have to do this [collaborative 
reflection].” 
Annyk: “It's out-of-your-comfort zone. And that feels very uncomfortable. But okay. You have 
that will...”. 
Barbara: “That's right. These kinds of days make me even more aware that I can learn so 
much more in collaborative reflection than any other method... But… The easiest way is to… 
(sigh)… walk away. Don't do it…” 
Annyk: “Whether that is the easiest thing ... not for me. I wish everyone had supervision at 
work." 
 
In recent years, I have made several attempts to write an article in collaboration with co-
researchers about the process of a PHR study: about inconveniences, about caring for each 
other, and about epistemic injustice. We conducted first-person inquiry by ourselves, and a 
lot of second-person inquiry with co-researchers. We used creative ways to express 
ourselves. 
 
It was not, however, easy to write collaboratively. I experienced reflecting on difficulties in 
partnerships as a challenge. Moreover, the participatory writing projects were a relational 
struggle in themselves. Writing this final joint piece in this thesis about epistemic injustice 
(chapter 8) was, for example, an extraordinary experience. It was a long process – 2.5 years 
in total. We had many in-depth conversations with the co-authors. It had to ‘mature’ over 
several years. Relationships were weakened and strengthened in the writing team during 
this process. I learned that it is crucial to think in advance with whom you want to write an 
article about a sensitive process. The smaller the team, the easier it is, I learned. In this 
process of writing about epistemic injustice, in my enthusiasm I involved an interesting 
person who was outside the process as co-author; a critical friend. But by doing this, a crisis 
of connection in the initial co-author group arose. Finally, we ended with the team in which 
we started, without relative ‘outsiders’ – an important lesson for me. Finally, we succeeded 
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Experience the importance of making a plea for ethics of participation 
January 2020.  
The time has come that I feel the importance of my work.  
 
I feel the importance of my work. I more often see and hear that everybody is involved in co-
creation, participation and PHR. And that is often is a relational struggle with people who 
experience disappointment from different perspectives. Feelings of exclusion or ‘being used 
by professionals’ are not unusual for people with lived experiences. So, I increasingly feel the 
importance of speaking up about the ethics of PHR. Sharing my experiences. Believing in the 
relevance of our work. The time has come to finish this thesis. 
 
In most academic articles about participation and participatory research, there is not always 
room for descriptions of ethical reflection. For example in the article I wrote after this thesis 
(Bendien, Groot & Abma, 2020; Groot et al., 2020), and articles forming part this thesis (for 
example, chapter 6 and 7). Sometimes the focus of a special issue is different, or the article 
is in a journal that does not focus on ethical reflection, with the result that moral issues can 
only be vaguely mentioned, or disappear in articles. The notion of ‘Brushed under the 
carpet’, used by Lenette and colleagues (2019) was recognizable for me. It is not that we 
necessarily ‘hid’ topics that were not ‘good’, but there is simply no room for those 
complexities in every article. Lenette and colleagues state: “There are challenging aspects to 
participatory research that are seldom addressed in academic publications…” (p. 161). These 
scholars conclude that the reason for “brushing complexity under the carpet” is “perhaps as 
a result of institutional pressures or self-censorship” (p. 162).  
I can imagine that institutional pressures or self-censorship might be the reasons for many 
scholars. For me, it feels like a choice. I would ask other (participatory) researchers: do you 
want to write and reflect about challenges and complexity, rather than successes? Do you 
want to keep up appearances, or learn from the issues that you experienced? I believe that 
the messiness brings the most valuable way to learn. At present, however, I am ‘just’ a PhD 
student. Who knows, my opinion might change if I become more involved in the academic 
world in a new position in which power plays are more to the fore. 
 
In writing the discussion part of this thesis, I became more aware of the invisible work that I 
do as a PHR researcher. By framing, connecting, working with emotions, identity work, and 
so on, much of my work is hidden from many others. They see a proposal at the start, a 
report or other product at the end, and the process of learning and ethics work is often 
invisible at the end of a study. Framing of this ethics work is, for me, an important lesson. 
Being clear about the extra effort I put into a study, in evolving partnerships, in framing and 
reframing situations and relationships is important. This thesis made me aware of this work 
and the importance of acknowledging it, and its relevance for ‘good’ engagement.  
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Finally, after six years, I feel ready to communicate about the value of the ethics of care and 
ethics work with others. I feel that I am able to share my own experiences, listen to others’ 
experiences and analyse them from different theoretical lenses. The findings of analysis 
could help others to handle ethical issues and learn in action. Hopefully, this thesis is a 
starting point for others to begin a process of reflection in collaboration about the ethical 
issues in order to conduct PHR in a way that everyone benefits. 
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The number of descriptive studies on the experiences of service users in psychiatric 
emergency wards is increasing. However, the experiences of users throughout the whole 
psychiatric emergency procedure, the patient journey from the moment of mental health 
crisis to admission to a psychiatric inpatient unit, have rarely been studied. Furthermore, 
there is little research on perceived solutions for improvement of the patient journey from 
different perspectives (those of service users and other stakeholders such as healthcare 
professionals, family members, police, representatives of the municipality, and ambulance 
staff). A responsive evaluation including interviews, focus groups and a dialogue session with 
a transformative aim was conducted in a mixed team of researchers with and without 
experiential knowledge. Service users and other stakeholders agreed on two main issues 
that needed to be improved: making contact with service users on the patient journey, and 
better signaling of a crisis. The third main issue about more focus on recovery in the 
emergency ward was contested, as some stakeholders prioritized safety. Proposed actions 
for improvement of these issues differed between users and professionals. Service users 
proposed relational actions to offer good care. Professionals recommended actions in 
response to issues of fragmentation and discontinuity in the organization of care. We 
conclude that co-creation with service users in improvement is necessary to address their 
needs and tackle the complexity of psychiatric emergency care. Therefore, by utilizing 
Tronto‘s ethics of care model, we recommend that various actions need to be considered to 
meet the needs of service users. 
 
Keywords: Emergency psychiatric care; transformation; improvement; responsive 











Recently, more attention has been given to the experiences of service users in psychiatric 
emergency wards. Most studies are conducted by academic researchers on users to gain an 
insight into their experiences in the acute emergency department of a psychiatric hospital or 
general emergency department of a hospital (Carstensen al., 2017; Harris et al., 2016; 
Nugteren, Hafsteinsdóttir & Kool, 2016; Prebble, Thom & Hudson, 2015; Wood & Alsawy, 
2016). For example, Nugteren et al. (2016) showed in a systematic review that users 
experience inappropriate use of the ward rules, nurses‘ lack of time for interacting with 
patients, the feeling of humiliation, and lack of involvement of significant others in acute and 
closed psychiatric wards. In other studies, the perspective of users was just opposed to that 
of family members (Cerel, Currier & Conwell, 2006). Other studies attempted to understand 
the experiences of users from the perspectives of nurses (Clarke et al., 2014; Innes et al., 
2014). Clarke et al. (2014) and Innes et al. (2014) stated, for example, that the 
environmental and physical climate of the emergency department might be inadequate and 
not be conducive to offering good mental health care. 
 
The involvement of service users as co-researchers or principal researchers who have 
experiential knowledge is increasingly acknowledged and mandated by governments and 
funding agencies. Parallel with this development in conducting research with people whose 
life or work is at stake has spurred service user-led research into experiences of psychiatric 
care users (Gilburt, Rose & Slade, 2008; Long, Knight, Bradley & Thomas, 2012; Walsh & 
Boyle, 2009). Service user-led research on emergency care has, for instance, focused on 
trust, communication, relationships, self-help, service user involvement and empowerment, 
the ward as a place of safety, and hope for the future. Rose et al. (2015) illustrated the 
differences in perceptions of service users and nurses. While the service users focused on 
the behavior of nurses and the unnecessary and heavy-handed coercive interventions, the 
nurses felt powerless because their working life was dominated by administration (Rose et 
al., 2015). This brings additional in-depth insights to the fore from the perspectives of service 
users and has strengthened the position and development of Mad Studies (Beresford & 
Russo, 2016). 
 
Service user-led research or user involvement in the experiences with the whole patient 
journey from initial contact with the police and the transportation in the ambulance to 
admission to an acute ward is still rare. To the best of our knowledge, only Wyder together 
with colleagues with and without lived experience of mental health distress (2018) described 
and reflected on the experiences of a mental health crisis leading to admission to a 
psychiatric inpatient unit from the perspectives of service users. Moreover, Nolan, Bradley 
and Brimblecombe (2011) focused on the disengaging from acute inpatient psychiatric care 
after an admission. 
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Furthermore, most studies in the field of experiences in emergency care are descriptive. 
These studies do not aim to change or transform psychiatric healthcare services, nor engage 
stakeholders in action research to make a change collaboratively, as in participatory health 
research (Abma et al., 2019). Although action and change may occur as a result of a study, 
they are by-products rather than something deliberately sought and planned. Although the 
above mentioned studies briefly discuss solutions to improve the crisis care in practice, no 
in-depth analysis of actions proposed by different stakeholders to improve care for service 
users in times of crisis has been carried out. 
 
The purpose of this article is to illustrate the issues that matter in the patient journey from 
the moment of the mental health crisis to the admission to an inpatient unit based on the 
findings of a responsive evaluation study. The article also presents the perspectives of all 
stakeholders (service users, family members, healthcare professionals, police and 
ambulance staff, and representatives of the municipality) on improvement of the patient 
journey. This kaleidoscopic view of all stakeholder perspectives on psychiatric emergency 
care illuminates its complexity. While most stakeholders agreed on the main issues, their 
explanations of the causes of the problems and actions for improvement differed. In the 
discussion, we reflect on the need for various actions to better meet the needs of service 
users, especially the use of Tronto‘s ethics of care model. 
 
Methodology 
This article describes the outcomes of a responsive evaluation of emergency care for service 
users. In this section, we set the scene of the study, describe the research design, and 
discuss how we involved service users and other stakeholders. 
 
Setting 
This study was conducted in an urban environment in the Netherlands and commissioned by 
two mental health organizations responsible for emergency psychiatry in one of the largest 
cities in the country. In recent years, emergency care has been affected by significant 
transitions in Dutch psychiatry. Significant reforms of specialized mental health care 
subsequently included an intended but unsuccessful reduction in bed availability, a 
replacement of ambulant care, the introduction of a Psycholance (an ambulance with a crew 
consisting of a psychiatric nurse from the acute ward and a care-ambulance driver; see 
Punch & James, 2017), and since 2015, a transfer of caring responsibilities to local 
communities. At the same time, there was much coverage in the media of distressed people 
causing nuisance in public places, long waiting lists, and pressure on the government to take 
action. 
 
Since 2014, mental health care and social welfare organizations have tried to work together 
in community teams. People who are distressed or are in acute psychiatric crisis can have 
contact with the emergency psychiatric care. Police or professionals of the Psycholance 
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often take users to the psychiatric emergency ward, where their psychiatric condition is 
assessed. Some patients see the police cell first before they are transferred to the ward. 
Often, this assessment takes place in a protective examination room that is called solitary, 
which is associated with an isolation cell by many users. Outside office hours, general 
practitioners or mental health care professionals send service users to the psychiatric 
emergency ward. During office hours, service users are sent to one of four intensive home-
treatment teams, which are also part of the psychiatric emergency care. Providers offer care 
using different approaches and compete in a market. 
 
Responsive Evaluation 
A responsive evaluation (Abma, Leyerzapf & Landeweer, 2017; Abma, Nierse & 
Widdershoven, 2009; Abma, Voskes & Widdershoven, 2017; Guba & Lincoln, 1989) was used 
to jointly transform emergency psychiatric care to better meet the users‘ needs. Responsive 
evaluation is a multi-stakeholder process. It aims to enhance the personal and mutual 
understanding of those involved to foster collective transformation of healthcare. practices. 
In a responsive evaluation, there is a central role for experiential expertise, stories, and 
dialogue between all parties involved. The format is designed to honor stakeholder issues 
not previously known or debated. The process of data collection and analysis is cyclical and 
iterative. The aim of the presented Good Care in Crisis study was to explore the experiences 
of all stakeholders, including service users, and find commonalities among stakeholders in 
dialogue to improve the psychiatric emergency care chain. We worked with a mixed 




We recruited service users (n=17) via the advocacy organizations, mental health institutions 
and advertisements, with nine women and 12 of the 17 being of Dutch origin. Ages varied 
between 32 and 65 years. All were known by the healthcare system as service users and had 
been admitted to a psychiatric hospital on more than one occasion. Fourteen people had 
experience in emergency care within the last two years. One of the interviewees was 
admitted in 2013. Five participants were still in hospital care at the time of the interviews 
and were recruited via a personal invitation of the researchers during a collective opening of 
the day ward. Other participants included key figures (n=18) such as representatives of the 
municipality healthcare service, the acute ward, the police, ambulance staff, nurses, client 
councils, department of triage, research department, and (ex-)psychiatrists. They were 
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Procedures 
Data were gathered from multiple sources, including in-depth interviews, focus group 
discussions, and a dialogue session (see Table 10). An arts-based approach helped express 
the emotions and feelings in the focus groups. It assisted participants to share what was 
hard to put into words and maximized the participation of users (Abma et al., 2019). The 
responsive evaluation started in 2016 and was completed at the end of 2017. 
 
Phase Activities 
 I: Creating social conditions and 
Brief Sight of Issues 
Informal conversations with key figures (n=18),  
II: Exploration Issues In-depth interviews with service users (n=17) and relatives 
(n=3) 
III: Deepen, and Validation 
Issues 
Focus groups (120 minutes) with professionals (n=7) and 
relatives (n=3) about the findings in homogenous groups 
III: Dialogue and mutual 
understanding 
Dialogue session (160 minutes) with heterogeneous groups of 
representatives of all stakeholder groups (n=25) 
Table 10: Process of responsive evaluation in the ‘Good-Care-in-Crisis’-study 
 
Interviews with key figures 
Informal conversations with key figures from different professional backgrounds were held 
at the start to explore their experiences with and opinions on emergency care. We included 
representatives of the municipality health service, the acute ward, the police, the ambulance 
service, nurses, client councils, department of triage, research department, and (ex-) 
psychiatrists. The length of the interviews varied between 45 minutes and 90 minutes. 
Interviews were audio-taped, and a report of the interview was sent to the stakeholders for 
member check (Guba & Lincoln, 1989). 
 
Interviews with service users and relatives 
The interview length varied between 45 minutes and 90 minutes. Service users (n=17) and 
relatives (n=3) were interviewed by an expert-by-experience along with a researcher either 
at home, in a café, or on the ward of the mental health hospital. Regardless of how small or 
trivial, all issues were discussed to obtain a richer description of the various experiences in 
emergency psychiatric care. Interviews were audio-taped, and a report of the interview was 
sent to the participants for member check (Guba & Lincoln, 1989). All users approved the 
report. After the interviews, users were asked whether they had the support they required. 
 
Focus groups 
Issues raised during interviews were discussed in two focus groups. The focus group with 
professionals (n=6) consisted of people from the police and ambulance services, an 
emergency care psychiatrist, and three professionals from mental health organizations. 
Some professionals have already been consulted before in the first phase, others were 
colleagues of the stakeholders from the first phase. The focus group with relatives consisted 
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of three relatives. In this focus group, the experiences with emergency care of the relatives 
were discussed along with the dreams of the group. Supporting factors to help improve 
emergency care were also discussed. The aim of both groups was to deepen and validate the 
issues raised. After consent was provided, the focus groups were audio-taped, and a 
summary was sent to the group to check on the credibility (Guba & Lincoln, 1989). All 
participants approved the summary. 
 
Analysis 
The data were analyzed via Collaborative Creative Hermeneutical Analysis (CCHA) (Van 
Lieshout & Cardiff, 2011). This method of analysis uses creative techniques to analyze data 
by expressing embodied and embedded knowledge through, for example, music, drawings, a 
collage, or artifacts. For example, in preparation for a CCHA session, all co-researchers read 
the transcripts of the interviews and focus groups and were asked to bring an artifact with 
them that expressed a main theme of the data. For one of the co-researchers, this was a 
Scrabble game (see Figure 2). She had experienced that the interactions of users and 
professionals was a game, in which it was difficult to make words like help,communication, 
and contact. Another co-researcher made a collage (see Figure 3) that showed the anger of 
the users on the patient journey. These two artifacts helped to focus the qualitative analysis 
of the data. Furthermore, the researchers from the academy conducted a thematic content 
analysis (Braun & Clarke, 2006).  
 
This analysis was open to new issues but inspired by the themes from the CCHA. Findings 
were reported to the commissioners in a Dutch report (Vink, Groot, Schout & Abma, 2017). 
In this article, several images and photos of the CCHA session are included. Images and 
photos show (embodied) knowledge that is difficult to put into words. 
 
Dialogue session 
The aim was not only to collect stories of service users and other stakeholders, but also to 
stimulate an active dialogue about these stories to bring about the first opening for change. 
Therefore, a dialogue session was prepared and organized for users, experts-by-experience, 
relatives, and various professionals. Issues from the interviews and focus groups were 
discussed for further validation and translation into plans for action. Deliberate attention 
was paid to the power differentials between participants and the feeling of safety. For 
example, a song was played that offered much comfort to one of the co-researchers. 
 
Team 
A team of five researchers, two of whom joined as experts-by-experience, conducted our 
research. Experiential expertise is the capacity to make space for recovery for other people 
by one‘s own experience in recovery. One of the experiential experts had traumatic 
experiences both with the police and in emergency care. The second had been voluntarily 
admitted to a psychiatric ward. Collaboration within the group of co-researchers was an 
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intense relational, emotional and moral process. Self-care and safety were important for 
ethical research practice in this mixed team (Groot et al., 2018). 
 
Voice-over and Sounding Board Group 
Two groups monitored the research progress: a voice-over group of experiential experts and 
relatives, and a sounding board group of professionals. First, the voice-over group was 
created to ensure that the voice of both users and relatives was central to the research 
(Abma, 2018) and that their feedback was retrieved throughout the research process. This 
group had ―a say in the topic list for the interviews, the analysis and the dialogue session, 
and especially in the formulation of recommendations for change in the report. Second, a 
sounding board of professionals was created to connect with a diverse range of 
professionals in the research process. However, only two professionals attended the first 
session of the sounding board group. A decision was made to dispense with the following 
sessions because there was a lack of urgency and commitment to be involved in the study. 
The members of the sounding board group were engaged in the dialogue session at the end 
of the study. 
 
Ethical Considerations 
The project received approval from a medical ethical review board (not-WMO advise: 2016-
2967). Participants gave consent for usage of the data for academic publication. It became 
difficult to find users to participate in the research due to emergency admissions often 
leading to negative feelings. Collaborating with co-researchers helped deal with this 
problem. The cooperation of the mental health organizations was not always optimal. 
Almost all users who wished to participate in an interview had been admitted against their 
will, which may have influenced the results of our research. It is well known that service 
users who are admitted involuntarily and experience physical coercion and lower levels of 




In this article, we present three issues that arose in the interviews and the focus groups that 
were recognized in the need for quality improvement of psychiatric care and were discussed 
in the dialogue session. Below, we present the following issues: making contact with service 
users on the journey, better signaling of crisis, and more focus on recovery in the ward 
instead of a culture of earning freedom. Each subsection describes the experiences of users 
and other stakeholders and proposes solutions for the issue from different perspectives. As 
we departed from a social-constructivist approach, we did not define these issues. Each 
issue has different meaning for different stakeholders; our search was focused on generating 
these meanings and starting a dialogue about these meanings to enhance the personal and 
mutual understanding of participants. Our research was therefore deliberately focused on 
the polyvocality and the process of sense-making itself (Abma & Noordegraaf, 2003). To 
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understand the complexity of psychiatric emergency care, we needed to include various 
perspectives and remain open to its meanings. 
 
Making Contact with Service Users on the Journey 
Experience: lack of humanity 
Service users described the crisis as a very intensive, emotional, chaotic and lonely event. 
Relatives emphasized the need to take care of their loved one but felt the confrontation with 
the police or ambulance and their beloved ones forceful. Both service users and relatives 
emphasized the importance of making contact in this hectic and emotional situation. The 
majority of users who experienced a journey to the acute ward had contact with either the 
police, the Psycholance service, or the ambulance service. Most users were distressed, 
angry, suspicious, powerless, agitated, aggressive, or sad. Some users were, according to 
themselves, screaming and kicking or being aggressive. They reiterated the need for making 
contact essential.  
 
According to service users, making contact and developing a rapport have calming effect. 
Connection is not only about obtaining specific details of the current episode, but also about 
building a relationship with the person as a human being and preventing escalation. Contact 
is deemed to be the stepping stone onto the road of recovery for users. 
 
(User, male) Not only is the bipolar disorder important, but also my history, my talents, self-
acceptance. Universal things that people go through to become and stay happy. During my 
last admission, the person with whom I could talk the easiest was a psychiatrist. For me, it 
was significant that the person with the most power and influence was interested in me as a 
person and also had a sense of humor, which made contact more pleasant. 
 
Some professionals were better examples than others in making actual contact, depending 
on their role and function. Service users found that people in the role of porter or paramedic 
were most human-centered. Nurses were often less connected, especially when users 
arrived at the ward after having waited in the isolation room. Porters, for example, could 
have contact while smoking a cigarette, could give the allowance to use a regular toilet 
instead of a toilet in the waiting room, or calm somebody. Some local patrol officers could 
also make a difference. 
 
(User, female) I no longer know how the crisis service explained their visit through the 
intercom, but I became very angry with them. You first have to connect and find a 
connection, only then you open the door... At one point a police officer was at the door. The 
police had received the report from a very aggressive person. ‘That police officer made 
contact. That was the first one. That man sat quietly and asked, ‘Madam, how are you?’ 
Explanations and solutions 
Most stakeholders agreed that the lack of contact was a severe problem in the current 
system of psychiatric emergency care. In the dialogue session, two reasons were given 
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regarding why connection was often not possible: professional distance, and organizational 
circumstances and conditions. The first explanation for the lack of contact with, for example, 
nurses was their professional attitude (empathic but detached and stoic) and standards 
(protocols) as a hindrance to meet as human beings. Other nurses explained that they did 
not always know what was the best thing to do, while they were also afraid of aggressive 
behavior and referred to reports that influenced their attitude. 
 
(Professional, female) The client is probably a very different person out of a crisis. Some are 
very aggressive in crisis. Often out of fear...I recently saw a crisis report from a young, very 
smart Moroccan man. It said, ̳schizophrenic man, needs extra contact, alcohol abuse, etc. ‘It 
did not say that he is smart, very well in contact, that it is not necessary to fix him, etc.’ So 
what to do at that moment? 
 
This expression of moral distress about what was the right thing to do in times of crisis 
indicates that crisis care is morally complex and that this practice is inherently normative. In 
other words, professionals implicitly or explicitly hold norms on what is good and what 
should be done in certain circumstances. Such norms define the practice and should be used 
reflexively. Professional norms can conflict with the values and norms of users and relatives. 
Moreover, professional norms and standards may not always be enough to decide what to 
do, as such rules are often too abstract and require interpretation in the light of the specific 
situation and a particular user. 
 
(Nurse female): What is good? ‘We do not always know that. And there are different 
opinions about that. 
 
Another explanation was based on the organization of the service. Professionals viewed the 
whole routing system from police to the ward and within their ward (see Visual 9) as far 
from ideal; waiting in the isolation room was considered as an impetus for more stress and 
agitation, setting the tone of the relationship. Furthermore, professionals stated that the 
work pressure and lack of time is a barrier to making contact with users. 
 
 (Nurse female): I sometimes feel inhibited because it is my last service for the weekend, and 
you will soon have your transfer... 
 
The wish of one nurse would be that emergency care could develop into a more contact-
based environment with high standards of specialized knowledge rather than the current 
factory-like system. 
 
(Professional, male) [Explanation of drawing]: I have the idea that emergency care outside 
office hours has become a factory of compulsory admission. I have drawn a house as a kind of 
counterpart. You could see someone in a home situation. It begins with a telephone call. Then 
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So while there was consensus on the 
importance of genuine contact, the causes 
of the lack of contact and resolutions 
differed. Service users emphasized 
improvement of contact through better 
communication and relationships of trust 
wherein the professional meets them as 
human beings (see Visual 10). Some 
professionals acknowledged this by 
explaining that their job is morally complex 
and requires normative professionalization 
(Kunneman, 2015). However, most 
professionals tended to search for root 
causes in the (organizational) structure. 
The fragmentation and discontinuity were 
considered to hinder good contact, and 
adjustment of the organization of care was 
proposed as the solution.           Visual 9: Drawing from group session 
 
Better Signaling of Crisis 
 
Experience: not taken seriously 
Most of the users who visited emergency psychiatric care already had ―long-term relations 
with either a psychiatric nurse or another psychiatric professional. Users and relatives stated 
that professionals did not always acknowledge their signals of an impending crisis. Some felt 
that they were not being taken seriously when they asked a professional for a voluntary 
admission. In their view, there was a lack of partnership between professionals, the client, 
and the client‘s social network. 
 
(Relative, female) I told the psychiatric nurse that my daughter was becoming psychotic. She 
ignored it. We went to psychiatric emergency care twice. On both occasions, we were sent 
away with a sleeping pill. Following that, the problem escalated. My daughter was admitted, 
at first voluntarily. The next day it became a compulsory admission. If they hadn‘t 
underestimated my daughter‘s situation, a compulsory admission would not have been 
necessary. 
 
Professionals acknowledged that establishing a partnership is not always easy. For example, 
they could not share the stories of the user with the social network, as they had to abide by 
both juridical and privacy rules. Moreover, it could be difficult to listen to the families 
because of a lack of capacity and time at the emergency unit. Furthermore, professionals  
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who work with ambulant service users very often do not have any knowledge of the service 
users‘ history, which leads to signals of crisis being overlooked. 
(Paramedic, male) Especially in outpatient wards, health care professionals have no idea 
[because they do not conduct home visits]. Recently, we delivered a client, who is in regular 
therapy, three times to the emergency unit with repeated episodes of PTSD (posttraumatic 
stress disorder). Each time, the client was discharged the following day. In the same distress. 
We ended up clearing the rubbish out of the client‘s house… [because paramedics saw the 
mess at home]. Information from the ambulance service doesn‘t often reach other care 
professionals. 
 
Explanations and solutions  
Most stakeholders agreed that better signaling and more prevention could improve the 
quality of care in the current system of psychiatric care. In the dialogue session, two reasons 
were given for the lack of signaling a crisis: no acknowledgement of experiential knowledge 
about signals, and organizational focus on cure, not prevention. Specifically, users and some 
practitioners highlighted the lack of signaling due to an underestimation of experiential  
 
  
Visual 10: Output of the CCHA workshop 
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knowledge, in plans or cards as well as in face-to-face encounters. Signal plans or crisis cards 
(Van der Ham et al., 2013) were developed to prevent escalations based on experiential 
knowledge of users. However, professionals did not always acknowledge these plans as a 
source of knowledge at the crucial moment. Users and family members were often not 
acknowledged as credible knowers based on their experiential knowledge of their crisis 
history. Professionals focused more on an assessment of the psychiatric condition. This was 
in contrast to the needs of users to be heard and acknowledged. Often, therefore, verbally 
expressed signs were not taken seriously.  
 
(Service user, female) They don‘t talk and listen to my problems. It is as if you only talk to an 
acquaintance. It just keeps the ball rolling and checking if you are still suicidal. 
 
The second explanation for the lack of signaling was related to the organization of the health 
care services. These are not organized with a focus on prevention of crisis, but with a focus 
on cure in case of escalation. Currently, there is only a place for involuntary admission. 
Moreover, professionals did not invest that much in connections between users and their 
social network or community-based initiatives, although most professionals saw local health 
care services as solutions. From service users‘ perspectives, experts-by-experience could 
have an important role in these local networks to signal a crisis early and offer the support 
needed based on an inventory of needs in times (ahead) of crisis.  
 
(Nurse, male) I can imagine that if the caregivers in the neighborhood are well attuned to 
each other, the contacts with the general practitioner, with the assistance of the general 
practitioner, with the neighborhood centers, with all social facilities, with the neighbors, a lot 
can be solved in the neighborhood itself. 
 
So again, we can see that while there is consensus on the importance of signaling and 
prevention, the causes and solutions differed among stakeholders. Service users and 
relatives emphasized relational improvement: being seen as persons with valuable 
knowledge about personal crisis contexts, and more focus on structural relations to prevent 
crises at home. 
 
Although some professionals acknowledged this, regulations, policies and standards 
prevented the adoption of this relational approach. Most professionals saw solutions in 
more time-out facilities, where service users could stay for two to three nights, or extending 
the number of beds. Furthermore, the organizational structures and system needed to be 
less fragmented, with more continuity and collaboration. It was expected that the more 
collaboration and networks, the more teams will dare to take a risk and take responsibility 
for care in times of crisis at home. Users agreed, especially on the solution of more facilities 
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More Focus on Recovery in the Emergency Ward  
 
Experiences: no personal control and freedom  
Users who travelled to and were admitted to a psychiatric unit were often confronted with 
coercion. They were put in a cell at the police station because the ―waiting rooms‖ of the 
ward were full, or they needed to wait in the ―waiting room, which was viewed as an 
isolation cell. This often led to aggression by users (see Visual 10).  
 
(Service user, female) I was so agitated that I picked up something heavy and threw it at 
them. Then six people took over me and put me in there naked… I sat there for hours, had no 
control over the situation. 
 
From the users‘ perspective, coercion was a way of disciplining and normalizing behavior 
and of not tolerating anger or any other kind of unwanted behavior based on the 
organizational regime and rules. Users experienced coercion as expropriation: others 
controlled them. Expropriation also took place in the ward through a system of Earning 
Freedom. In the perception of users, Earning Freedom was ingrained in the culture of the 
emergency ward. Only with ―good rule-following behavior could one earn more freedom in 
the ward or stop the involuntary admission. Service users considered that this culture did 
not fit the recovery philosophy that places emphasis on one‘s autonomy and control.  
 
Professionals had a different perspective on the issue of Earning Freedom. In their 
experiences, coercion was sometimes needed to correct behavior. Following rules was 
considered to be important to structure activities and days and prevent chaotic situations in 
the wards. It was a way to motivate/manipulate users to behave “normally”. Professionals 
stated that it was especially needed when ten to twelve users in different crises stayed on 
the ward. It could be difficult for some users to respect and comply with the ward rules. 
Dissonance and resistance were seen as having a negative influence on the group and 
individuals on the ward. Moreover, the professionals agreed that patients struggle with 
being admitted involuntarily in the daily practice in the ward.  
 
(Professional, female) Many patients struggle with their situation of forced admission. In 
their perception, there is nothing wrong with them. It is a continuous fight.  
(Professional, male) A ward is like a mini-society. For clients, it is a test run before they can 
go back into society. Corrections and recommendations are part of it. It is a type of exchange 
economy. 
 
The perspective of professionals contrasted with the perspective of many users, who felt 
coercion was not necessary and stressed the need for developing control and taking 
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Explanations and solutions  
The issue of Earning Freedom was a complex one to discuss in the dialogue session. The 
words Earning Freedom caused a lot of resistance and discomfort among professionals. 
Some professionals denied that users had to earn their freedom in the ward. Although the 
discussion was difficult to hold, professionals gave two reasons for Earning Freedom: no 
focus on partnership, empowerment and recovery during crisis, and organizational 
structures.  
 
Users saw solutions in more partnerships, focus on empowerment, and immediate focus on 
recovery in times of crisis. This required a different approach to users without coercion and 
without focus on Earning. Some professionals agreed on this. They explained this 
phenomenon by the “hidden” curriculum. Their hidden curriculum in the institution 
socialized professionals to follow implicit norms on how to deal with situations in the acute 
ward. The hidden dimension referred to taken-for-granted norms as part of the culture that 
led to behavior that did not support the values that users prefer.  
 
(A director  female): There is a hidden curriculum in the organization. The culture does not fit 
the values that are ideal and that are written in books.  
 
As most stays in the crisis ward were not on a voluntary basis, professionals stated that this 
heavily influenced their relations with users. They often experienced fear for themselves and 
others based on the (perceived) behavior of the user. They felt the responsibility to protect a 
group of users on a ward from other users. Professionals indicated that at night especially, 
there were not enough professionals in the wards. From their perspective, a solution for this 
issue was more (experienced) professionals and smaller user groups in the ward or more 
individual-oriented places in the hospital.  
 
Therefore, there was no consensus on the importance of the culture of rules and coercion, 
especially not in the emergency ward and in the waiting rooms. Moreover, explanations of 
the causes and resolutions differed. Service users placed emphasis on different values and 
saw the crisis as a change for recovery. Most professionals focused less on the norms and 
culture among the staff and saw solutions in more staff or less group-orientated organizing 
of the emergency care.  
 
After the dialogue session, the research team organized several sessions with different 
stakeholders from directors and health care professionals to service users and experts-by-
experience. Most stakeholders with a professional background focused on long-term 
structural and organizational change to deal with the fragmentation and discontinuity of 
care. Service users, experts-by-experiences and some professionals preferred to focus on the 
development of relationships of trust.  
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Discussion 
This study shows that service users and other stakeholders in the psychiatric emergency care 
agreed on two main issues that needed to be improved in the patient journey: making 
contact with service users on the journey and better signaling of crisis. The third main issue, 
namely more focus on recovery in the ward, was contested and appeared to be an 
uncomfortable issue for professionals to discuss because it was related to the use of 
coercion. Proposed actions for improvement regarding these issues differ between users 
and professionals. All stakeholders tried to find answers to the question of what good 
emergency care is, and all directions and ideas for actions can be considered ways to find 
adequate solutions to meet the needs of users (Voskes, 2015). However, users proposed 
different actions than professionals. Therefore, we conclude that co-creation with service 
users in improvement is necessary to address their needs and tackle the complexity of 
psychiatric emergency care.  
 
Most professionals recommended actions of improvement in response to the issues 
concerning fragmentation and discontinuity. More focus on prevention, local solutions and 
partnerships with the service users and relatives were suggestions to improve the patient 
journey. Professionals reasoned that lack of contact was a result of the fragmentation and 
the lack of involvement in the lives of service users. The current care system was seen as a 
factory that is not organized in a contact-based environment. The concept of fragmentation 
is also found in the literature: fragmentation results in less efficient care and reduced 
outcomes, with the risk of vulnerable people falling out of the system. According to Schout, 
De Jong and Zeelen (2011), fragmentation of the service system and the inability to overlook 
the current cluster of problems of a service user can lead to care paralysis. Service users 
have to deal with many different professionals, and even professionals did not always 
oversee the entire process. It was therefore difficult to know how to take responsibility for 
those involved in the care process. To improve these aspects, professionals focused on 
better cooperation and called for a more small-scale and tailor-made crisis care system. In 
this study, professionals also proposed a change in policy and organizational structure to 
improve the patient journey of service users.  
 
However, service users proposed more relational actions to improve the patient journey. For 
them, an ethics of care approach could enhance the quality of care. Tronto (1993; 2013), a 
leading care ethicist, describes care in four phases: caring about (attentiveness), caring for 
(responsibility), caregiving (competence), and care receiving (responsiveness). In this study, 
we saw that in all phases, improvement was necessary from the perspective of service users.  
 
The first step in the process of caring from a care ethics approach, namely caring about, is 
being attentive to needs and being present. Service users described contact with 
professionals as superficial and symptom-orientated, not as attentive to needs. Service users 
focused on making contact, recovery and prevention of crisis in a safe environment with a 
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person who is trusted by the user. This is confirmed in almost all the systematic reviews 
(Carstensen et al., 2017; Nugteren et al., 2016; Prebble et al., 2015; Wood & Alsawy, 2016). 
The need for contact resonates in the wish for collaborative and inclusive care, positive 
relationships, and a safe and therapeutic hospital environment (Wood & Alsawy, 2016).  
 
The second step in the ethics of care model is caring for, which means taking responsibility if 
there are signals of an upcoming crisis. In this study, we saw a need for better signaling 
among service users and relatives. This need for responsibility is confirmed by the findings of 
Carstensen et al. (2017), who stated that users feel that their symptoms are often ignored. 
Good care throughout the ―patient journey includes taking responsibility for signaling and 
acknowledging the signs of the user and relatives. Nevertheless, users emphasize that it is 
not enough to be aware of a need and to take responsibility; action is also needed on the 
side of the caregiver. Tronto (2013) calls this care giving, which requires competence. The 
‘first five minutes” at admission (Welleman, Stringer & Landeweer, 2011; Voskes et al., 2014) 
is an example of an action to improve care giving. Another action to improve care giving is 
appointing peer-support workers or experts-by-experience in psychiatric care, as well as in 
emergency care (Johnson et al., 2018). Part of care giving is also treating the user as a person 
who needs to find meaning again in life, to recover. This is broader than curing a person. 
From the literature on recovery, we know this also includes common themes such as the 
need to make sense of what happened leading up to the admissions and to come to terms 
with the potential impact of the illness on identity and future. This is also in line with 
Bracken and Thomas (2005), who argued that psychiatry is not only about identifying and 
treating symptoms, but also includes the search for meaning and sense-making of 
symptoms. Service users may have their explanatory frameworks, and psychiatry should not 
ignore these explanations but offer users the opportunity to make sense of their 
experiences. Recovery is a capricious journey of trial and error and can be best described as 
a narrative process of healing and moving towards wholeness (Abma, 1998). Wyder and 
collegues (2018) identified safety, connection, autonomy and control as factors that either 
facilitate, or hinder the process of recovery. Experts-by-experience are often appointed to 
foster this process of recovery.  
 
Care receiving is the fourth phase in Tronto‘s care cycle. In this phase, the care giving is 
evaluated, which requires responsiveness. Without an adequate response from the care 
receiver, the care process is not complete. Our evaluation was an attempt to hear the voice 
and experiences of the users. Other actions to evaluate care include moral case deliberation 
(Abma, Molewijk & Widdershoven, 2009). Complicated cases are the subject of joint 
reflection to discuss what went well and what can be done in a better way, so attention is 
focused on how care can be improved in the next situation.  
 
In summary, professional stakeholders prefer organizational change, whereas users place 
emphasis on a relational approach to improve psychiatric emergency care. We conclude that 
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co-creation with service users is necessary to address their needs and tackle the complexity 
of psychiatric emergency care. Tronto‘s ethics of care model offers a good way to mutually 
search for a set of complementary actions to improve psychiatric emergency care.  
 
Conclusion  
Service users proposed relational actions for change, while professionals proposed 
organizational actions to tackle the fragmentation and discontinuity of care and allocation of 
responsibilities. We conclude that responsive evaluation is a helpful methodological 
approach to create a more informed and kaleidoscopic view of the complexity of psychiatric 
emergency care. Tronto‘s ethics of care model offers a substantial guide for practical 
improvement of psychiatric emergency care. We recommend the co-creation with service 
users to address their needs and the implementation of actions covering all phases of 
Tronto‘s ethics of care model to meet these needs.  
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CHAPTER 8








In the field of participatory health research (PHR) and related action research paradigms, 
limitations of standard ethical codes and institutional review processes have been identified. 
PHR is highly situational and relational, part of a hierarchical health care context and 
therefore ethics of care has been suggested as a helpful theoretical approach that 
emphasises responsibilities and relationships. The purpose of this article is to explore the 
value of Tronto’s second-generation ethics of care for reflection on ethical challenges 
experienced by academic researchers. Using the design of a collaborative auto-ethnography, 
this article starts from a story of a researcher who deals with dilemmas in responsibility to 
care for co-researchers with lived experiences during a PHR study in the field of acute 
psychiatric care. By analysing the challenges together with all co-researchers, using a 
framework of ethics of care, we discovered the importance of self-care and existential safety 
for an ethical PHR practice. The reflexive meta-narrative shows that the ethics of care lens is 
useful to untangle moral dilemmas in all participatory research-related paradigms for all 
engaged. 
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Participatory approaches to health and health care research are increasingly drawing the 
attention of researchers, decision-makers and civil society worldwide (ICPHR 2013a). 
Especially in Western European welfare states, which are under great pressure to reform 
their care policies (Grootegoed and Tonkens 2017), democratic and participatory 
approaches are undergoing a revival. The appeal to ‘active’ citizenship and participation is 
framed as furthering citizens’ voice and empowerment; citizens are invited to participate in 
policy and decision-making and the co-creation of care arrangements in their communities 
(Grootegoed 2013). This creates an ambiguous situation. On the one hand, there is more 
interest in participatory research approaches, and on the other hand, it has yet to be seen 
whether participation is more than just a token and co-optation in decisions to realise 
entrenchments (Barnes and Cotterell 2012).  
 
Participatory health research (PHR) is an emerging research paradigm in the context of 
health and welfare (ICPHR 2013a), and a new branch on the tree of action research (Reason 
and Bradbury 2001). It is informed by a rich variety of participatory (action) research 
traditions from different countries and time periods, which all stress emergent designs, 
democratic decision-making, working from practice, learning-by-doing and a focus on human 
flourishing and social justice. The core and defining principle of PHR is to maximise the 
participation of those whose life or work is the subject of the research in all stages of the 
research process (ICPHR 2013a). This includes people in vulnerable health situations, and 
their capacity to take collective action to improve local situations as well as to reduce 
structural inequalities and health disparities.  
PHR demands particular attention to ethical issues related to conflicting interests and power 
structures. PHR aims for democratisation of knowledge production, but takes place in a 
highly hierarchic context with dominant normative biomedical frameworks to health and 
illness, biomedical experts who consider their expertise as leading and positivism as the 
paradigmatic basis for most research (Bowling 2014). In such a context, the voice of service-
users and those who are living in vulnerable situations is easily silenced. Several literature 
reviews have shown a range of ethical challenges in action research (Brydon-Miller 2008, 
2012; Smith et al. 2010), community-based participatory research (CBPR) (Banks et al. 2013; 
Boser 2007; Mikesell, Bromley, and Khodyakov 2013; Souleymanov et al. 2016; Wilson, 
Kenny, and Dickson-Swift 2018), insider action research (Holian and Coghlan 2013) and PHR 
(Banks and Brydon-Miller, forthcoming). All challenges focus on the balancing of hierarchies, 
collaboration with co-researchers, the establishment of trustful relationships, the sharing of 
control and ownership and working towards social justice. Responsibility is also a recurring 
issue (Groot and Abma 2019).  
 
The role and procedures of ethical review processes by ethical boards of scientific institutes 
and their contributions in dealing with ethical dilemmas have been extensively discussed in 
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the literature on participatory action research. Fouché and Chubb (2017) argue on the basis 
of a literature review that ethical research committees are uninformed, under-prepared and 
often unwilling to deal with projects of this nature. Ethical challenges of PHR- and PAR-
related paradigms cannot easily be fixed by standard ethical codes and institutional review 
processes for research, and stretch beyond principles of privacy, anonymity, informed 
consent and confidentiality (Locke, Alcorn, and O’Neill 2013). More is needed from a good 
PHR process than just following these rules (Brydon-Miller 2008). Therefore, the 
International Collaboration for PHR developed a specific set of ethical criteria for PHR (ICPHR 
2013b), including mutual respect, equality, inclusion, democratic participation, active 
learning, making a difference, collective action and personal integrity. Although these 
provide some guidance, the moral goodness of PHR is situational and relational. To gain 
more guidance in the situational dimension, Banks and colleagues (2013) suggest ‘everyday 
ethics’ as an approach to negotiate ethical issues and challenges that arise in the practice of 
PHR.  
 
This article builds further on their situational and relational approach using feminist ethics of 
care theories as inspiration to sensitise researchers for the multiple layers of moral 
responsibility in asymmetric caring relations, as Tronto (1993) and Walker (2007) among 
others note (Visse and Abma 2018). It is the explicit attention for the role of power and care 
in relationships that led us use ‘ethics of care’ as a theoretical approach to ethics in PHR 
(Balakrishnan and Cornforth 2013; Charles 2012; Jones and Stanley 2008). Bearing the neo-
liberal climate and invisibility of care in Western countries as contextual factor in mind, the 
second-generation ethics of care of Joan Tronto (2013) may shine light on the situational and 
relational ethical challenges of PHR in this era. The purpose of this article is twofold: (1) to 
unravel responsibilities among collaborating co-researchers in a PHR study in a context of 
psychiatry and (2) to explore the value of using an ethics of care framework to understand 
ethical challenges for co-researchers. The paper contains a co-constructed auto-
ethnographic narrative about collaborative challenges for co-researchers. The narrative is 
written from the first-person of a researcher. She, the first author, brings the perspectives of 
other co-researchers into the story. The narrative is structured and informed by the 
framework of the second-generation ethics of care (Tronto 2013). A discussion section ends 
with a reflexive meta-narrative to describe the value of the ethics of care lens to untangle 
moral dilemmas in PHR.  
 
Theoretical framework  
Ethics of care is a feminist-based ethical theory, focusing on responsibility, social 
interconnectedness and collaboration, that has emerged as a field of theoretical and applied 
interest in many disciplines (Barnes et al. 2015; Gilligan 1982; Noddings 2013; Sayer 2011; 
Tronto 1993, 2013; Walker 2007). This theory focuses less on abstract rules, principles and 
moral judgments, and more on caring and empathy. The understanding that humans are 
relational beings and interdependent is central to the theory (Barnes et al. 2015).  
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Tronto (2013), an influential political ethicist, updated ethics of care in times of recent 
reforms in care to challenge the dominance of neoliberalism, which overvalues 
individualistic, self-autonomous and self-interested actions. She proposes a ‘second-
generation ethics of care’ as a political argument for care together with a set of principles 
and actions within political and institutional systems as well as within interpersonal caring 
relations. According to this generation, ethics of care caring consists of five phases with 
different responsibilities (Tronto 2013): caring about – recognising a need for care, caring for 
– taking responsibility to meet that need, care giving – the actual physical work of providing 
care, care receiving – the evaluation of how well the care met the caring needs and caring 
with – caring needs to be consistent with democratic commitments to justice, equality and 
freedom for all, as visualized in Figure 2.  
 
Tula Brannelly (2016) is one of the first participatory action researchers that interpreted the 
five phases and responsibilities of care to participatory research. She applied the stages of 
care to the research team, the participants and the wider community. An ethic of care 
framework offers context-specific ways of understanding and responding to the ethical 
challenges of undertaking PHR, and to the relational aspects of well-being identified by 
people during the course of the work (Ward and Gahagan 2010), for all co-researchers 
(Brannelly and Boulton 2017) in a PHR study, and responsive, participatory evaluation (Visse, 
Abma, and Widdershoven 2014; Visse and Abma 2018).  
 
Collaborative auto-ethnography  
 
Research setting  
The Netherlands, as in other Western European welfare countries, is currently under great 
pressure to reform health care. Social, demographic and economic developments are 
challenging the sustainability of the welfare states (Grootegoed 2013). To respond to the 
growing ‘care crisis’ (Hochschild 1995), many European states are off-loading public 
responsibilities for care (Newman and Tonkens 2011) and encouraging citizens to become 
more self-sufficient. The appeal to ‘active’ citizenship is framed as promoting citizen voice 
and empowerment.  
 
The clinical setting described in this paper is acute psychiatric care. We write about our 
experiences of working together in the first phase of a long-term PHR study that aims to 
enhance the quality of care of clients in urban emergency psychiatry. The first phase of the 
study aimed to start a dialogue about experiences of clients and other stakeholders in 
psychiatric emergency care. The study is subsidised by two psychiatric care institutions in the 
Netherlands and took place in 2016. Four of the co-researchers had lived experiences in 
psychiatric care and crisis.  
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Figure 2. Five stages of a second-generation ethics of care of Tronto (2013).  
 
Design  
The paper presents a collaborative auto-ethnography (CAE), a collaborative, autobiographic 
and ethnographic form of qualitative inquiry. CAE is a ‘qualitative research method in which 
researchers work in community to collect their autobiographical material and to analyse and 
interpret their data collectively to gain a meaningful understanding of sociocultural 
phenomena reflected in their autobiographical data’ (Chang, Ngunjiri, and Hernandez 2016). 
We choose this approach because it fits the principles of PHR, such as working participatively 
in all stages of our work together with those involved, sharing power, deep learning about 
self and others, valuing lived experiences of those involved and combining different 
perspectives (as well academic co-researchers as co-researchers with lived experiences).  
 
Auto-ethnography (AE) uses autobiographic data and interprets cultural patterns (Ellis, 
Adams, and Bochner 2011). According to the continuum of auto-ethnographies, which is 
anchored on two ends, one emphasising autobiography and the other ethnography (Chang, 
Ngunjiri, and Hernandez 2016), we position this paper on the end of ethnographers. This 
means that we as researchers focus more on the cultural interpretation (ethno) of self (auto) 
than on the self (auto) and narration (graphy). In this paper, we use personal stories as a 
frame through which we interpret.  
 
Author team  
The research team of this CAE consists of six authors. The first author was a novice PHR 
academic researcher at the time of the study, having previously worked in qualitative 
research in a consultancy setting and a health care institution for 10 years. The last author is 
her PhD supervisor. Most of the other authors had collaborated with the first and last author 
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in earlier studies. All authors were part of the team during the first phase of a long-term PHR 
study that aims to enhance the quality of care of clients in urban emergency psychiatry.  
Four of the authors have lived experiences in psychiatric care and crisis. Some authors had 
several traumatic experiences with emergency care. One had experiences with coercion and 
two had experiences in crisis in which police were involved. Co-researchers also had 
experienced ‘silent crises’ without help of an acute psychiatric team or a freelance 
psychiatrist. To reduce the vulnerability of the authors, we choose to anonymise names in 
the narrative.  
 
Reflexive research-writing process  
We all participated in this CAE, but in different ways to build on the strengths of each 
individual and to keep in mind the limitations we all have. One co-researcher was dyslexic 
and could not read English language. To involve this co-researcher, the first author 
translated the texts and read them aloud. The last author had experience in writing auto-
ethnographies, like ethno dramas (Baur, Abma, and Baart 2014; Schipper et al. 2010), 
counter stories (Teunissen, Visse, and Abma  
2015; Woelders et al. 2015) and co-constructed auto-ethnographies (Snoeren et al. 2016; 
Snoeren, Niessen, and Abma 2012; Teunissen, Lindhout, and Abma 2018), but the process of 
collaboratively writing a CAE together in a team with co-researchers with a lived experience 
was new to all of us. It was a journey in which the decision-making about who collaborated 
in which part of the AE was coordinated by the first author. Coordination included activities 
described by Lowry, Curtis, and Lowry (2004) as important in collaborative writing processes 
such as researching, socialising among members, communicating, negotiating, coordinating, 
monitoring the progress of the group.  
 
The process of collaboration was an iterative process, in which we used a sequential model 
of collaboration (Chang, Ngunjiri, and Hernandez 2016). The first step was collecting auto- 
biographical data (personal memory, archival data and self-reflexive data). Data include field 
notes in a logbook and transcripts of evaluation sessions. In the second phase, the first 
author analysed her own data in a thematic analysis (Braun and Clarke 2006), while writing a 
first narrative. The last author wrote dialogically to the first piece, adding her perspective, 
critical questions and theoretical reflections. This process continued (cf. Toyosaki et al. 
2009). The first author had informal and formal personal conversations about the story with 
the co-researchers during the writing process. The formal conversations were audiotaped. 
Co-researchers added their experiences and perspectives to the story in these meetings.  
The conversations were transcribed verbatim. We used a mix of interpretive and 
confessional-emotive writing style (Lowry, Curtis, and Lowry 2004). The final step included 
proofreading by all team members and a final member check (Lincoln and Guba 1985) with 




Ethics of care in participatory health research
149044 Groot BNW..indd   199 26-01-2021   13:45
 
Ethical considerations  
Writing this CAE raises ethical questions about vulnerabilities of all involved in the story. As 
Tolich (2010) argues, ‘vulnerability of people involved is much more than an informed 
consent procedure. In this study, we used relational ethics and tried to practice what we 
preach. We anticipated the possible ethical issues in several concrete ways: (1) we do not 
use the names of authors in the narrative, (2) we have acknowledged vulnerabilities and 
power differentials of all involved, (3) we were selective about what to include, (4) we 
fictionalised pieces within the narrative and (5) we checked the story several times with all 
involved.  
 
Reflections about the process of writing  
This article was set up as an AE (Ellis, Adams, and Bochner 2011) of the first author, together 
with the final author. While writing this piece, the first author felt morally challenged. 
Working from a PHR paradigm means maximisation of participation of those who live in the 
subject of the study, including the phase of academic writing. Writing an AE did not fit the 
principles of PHR. However, the topic of this piece and the whole process was sensitive to 
the people involved. The situation of our co-researchers was not always stable and the 
relations felt to be under pressure when the first author shared her plans of writing about 
the topic of this paper. One moment, a year before submitting this article, the authors 
decided to change the AE method and use the CAE design to do justice to the collaborative 
effort and co-ownership. In this article, readers will notice that the story is therefore not 
always as ‘multi-voiced’ as we wanted it to be. The whole writing process exemplifies in a 
sense our care ethical approach.  
 
Experienced benefits and limitations of CAE  
Writing a CAE together with co-researchers with lived experiences could boost trusting 
relationships among co-researchers, promote deep listening and creativity and offer collegial 
feedback (Chang, Ngunjiri, and Hernandez 2016). Trusting thoughts and feelings to paper 
could also be confronting for yourself and the other team members. Not every co-researcher 
in the process liked to read what others thought and wrote, especially because co-
researchers knew that this writing process would lead to a public paper. Despite these 
tensions and messiness (Cook 2009), we all experienced it as a fruitful process. Co-
researchers noticed that they felt taken seriously and they learned from the hermeneutic 
process CAE of storytelling and re-storying. Writing and reflecting together enriched our 
meaning of the collaboration, including difficult and emotional phases.  
 
Writing this CAE taught us three lessons about the process of writing collaboratively. Writing 
together about collaboration and care is not easy in times of emotional stress. Some 
distance and time seem necessary to reflect on the process. Besides writing and more in 
particular, academic writing in English was exclusionary for those who were dyslectic and 
not used to academic writing for an international audience.   
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The co-constructed story: caring relations in a PHR study  
The narrative is written from the first-person of a researcher. She brings the other 
perspectives of co-researchers into the story. The narrative is structured and informed by 
the framework of a second-generation ethics of care (Tronto 2013), as visualised in Figure 2.  
 
Prelude: responsibility to care?  
I have been involved in PHR for three years now. In the studies I conduct, I work intensively 
together with co-researchers with lived experiences. It is the inclusive philosophy I embrace, 
and at moments I feel like a scholarly activist who promotes participatory approaches in 
development and evaluation of health policy and care. Although I love to work in this 
participatory way, it is not always easy and sometimes bumpy, especially concerning 
connectedness. I experience on a daily basis the ‘mess in participatory processes’ (Cook 
2009) and the ‘swampy lowlands’ (Schön 1983). Also in writing this CAE, I experienced ‘mess’ 
while I was collaboratively researching the sensitive topic of collaboration with my co-
researches.  
 
One of the topics I most often reflected on was my responsibility towards the co-researchers 
with lived experiences. In my logbook, I wrote, for example:  
 
November 2016. I got a message on my mobile phone on Friday evening from one of my co-
researchers. She felt down. ‘I do not see any point in all this...’ What do I have to do at that 
moment? Did I do right by not calling back and waiting till Monday morning?  
April 2017. In conversations with a co-researcher, I noticed that the research had a huge 
impact. One day I asked her, ‘How is life?’ She swallowed, and I saw tears in her eyes. After a 
moment she said, ‘I am expected to do this... I hope others will get better care by doing this.’ 
I asked her if she had support from others in his network. She said, ‘No, I do not talk about 
this with my psychiatrist. We talk about other things...’ Again, I was in doubt. What was my 
responsibility in this?  
 
At these moments, described above, and on several similar occasions, I wondered to what 
extent I was responsible to care and support the co-researchers. Three of the six co-
researchers told me during this CAE that they were on the edge of a crisis in the first phase 
of the PHR project. My formal responsibility as one of the researchers from the academy in 
this more or less academic-led study was to facilitate the shared-decision group process in 
the group. But what was my moral responsibility as a co-researcher for the well-being of the 
other co-researchers, especially with lived experiences in the sensitive subject of acute 
psychiatric care?  
 
As co-researchers, we wondered if the framework of Tronto (2013) could help us in 
facilitating a PHR study with a highly sensitive topic, to assess questions about 
responsibilities. This could inform our actions in PHR studies in the future. We now dive into 
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our experiences and the interpretation of these experiences with the help of the ethics of 
care framework and its five steps of care.  
 
Care about: balancing patronising and neglecting of the strong  
The first step in the framework of Tronto (2013) is caring about. Tronto describes this step as 
noticing someone’s or some group’s caring needs. The moral quality in this step is 
attentiveness. This means ‘a suspension of one’s self-interest and a capacity genuinely to 
look from the perspective of the one in need’ (Tronto 2013, 34). In the light of my overall 
questions about responsibility, I questioned what responsibility I had in being attentive to 
co-researchers. A more elaborated story about my struggle:  
 
December 2016. In our group meetings, I observed that one of the co-researchers got upset 
more often, that her face grew gloomy now and then, and in her narrative I heard that 
nobody was listing to her. I interpreted this as that she was balancing in health and I was 
aware for possible harm of the research to her situation. I noticed it, but I did not know what 
to do with the signals. What is my moral responsibility in this? A week later, she told us that 
she withdrew her active involvement from the project for a while. I was also relieved that she 
took this decision because she told us that she had arranged support at home. I let it go. A 
few weeks later she felt better and re-joined the team actively.  
 
This story shows that I tried to look from the perspective of another, in this case the co-
researcher with lived experiences, who seemed to have a hard time. After sharing this story 
with two co-researchers, their main point was that I had misinterpreted signals.  
 
A co-researcher: ‘I as a patient expert am full-grown. You are not responsible for my pain. 
You are not guilty for that.... Patient experts are not very vulnerable people. Do you 
understand what I mean? They are able to reflect on their own situations.’  
A co-researcher: ‘This is a typical situation in psychiatry. You related my behaviour to my 
background of psychiatric problems and interpreted that the research about the emergency 
department of psychiatry was too much for me. But I did not tell anyone yet that I was 
diagnosed with cancer at that moment. You couldn’t know that. But your reaction is typical, 
based on prejudices about patient experts.’  
 
These responses confused me. I suddenly realised that unconscious bias and diagnostic 
overshadowing are pitfalls in the attentiveness of co-researchers without personal 
experiences in the subject of the study. A co-researcher reminded me that Tronto writes 
about paternalists as people who claim too much authority in the allocation of responsibility 
to themselves (Tronto 2013, 63). Recalcitrance is a reaction to paternalism. In a way, I was a 
bit paternalistic in that moment. On the other hand, a co-researcher who was also on the 
edge of a crisis in this project, explained how she felt in the study and what consequences 
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A co-researcher: ‘If you are on the edge of a crisis, as I was in this study, the connection 
between my body and mind is broken. I did not felt my body. I was in “my head”. This means 
that I cannot feel signals of my body. I cannot be empathic, because I miss the signals in my 
body. This makes it difficult to connect with others. Being responsible or attentive to others 
is not possible at that moment.’  
 
I was not aware of this ‘status’ of people on the edge of a crisis. Empathy is important to 
care about. In this case, looking backward, several co-researchers were more or less on the 
edge of a crisis. Knowing this, it feels as an extra responsibility to care about. Two co-
researchers shed light on their experience about caring about.  
 
A co-researcher: ‘Well, I personally did feel “care”. I felt protected. It helped me. Your 
sensitivity... Psychiatric emergency care is not an easy subject to study for people with lived 
experiences in this subject. I can imagine that you identified needs incorrectly, because you 
are not familiar with the world of psychiatry and crisis, and do not have close friends who 
experienced psychiatric crisis situations.’  
 
A co-researcher:‘ Two moments in this project, I was on the edge of a crisis and thought of 
extra medication. I knew that this project should be a challenge for all of us. And it was. I 
know that is part of the job of being a patient expert. I did not know you also was vulnerable 
and experienced it as heavy. It is good that you are open to us now.’  
 
From this experience, I learned that caring about in PHR could be interpreted as listening, 
being present, and noting signals. Being affectionate, experiencing warmth from others and 
displaying concern for the well-being of others could foster a sphere in which a team could 
care about – a sphere that encourages reciprocity, mutual affection and interest in one 
another (Rykkje, Eriksson, and Råholm 2015).  
 
Care for: shared responsibility of each other’s safety  
The second step is care for: ‘take on the burden of meeting the needs identified in step one’ 
(Tronto 2013, 34). I interpreted this as to create a safe setting, a communicative space 
(Kemmis 2006) together with each other, by sharing power and control over the process as a 
mutual responsibility. You can easily overlook this type of caring, because it is for example 
not described as an ethical principle in the PHR guidelines (ICPHR 2013b). Besides, it is 
traditionally limited to prevention of harm and only highlighted at the start of the process by 
the medical ethical committee to the principle investigator of the university, not to all co-
researchers involved. It concerns a moral responsibility, that is to say, a responsibility for the 
well-being of people and for the ‘humanness’ of the process. One of the co-researchers 
reminded me, for example, of how she experienced our caring for:  
 
A co-researcher: ‘We also discussed what conditions were necessary for co-researchers with 
lived experiences to feel safe in dialogue sessions about the conclusion of the research with 
professionals from the emergency department of the psychiatric hospital. For example, 
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giving a stage for co-researchers to tell their story and have voice. The meeting started as a 
plenary with a song that was important for a co-researcher with lived experiences in times of 
crisis.’  
When a co-researcher read this statement above, she reacted immediately. She wanted to 
be acknowledged for taking the responsibility to put this topic on the agenda:  
 
A co-researcher: ‘I insisted to join a conference call with four of you, as organizers of the 
dialogue session. I made clear that we had to discuss conditions to feel safe at the session for 
clients with lived experiences. I thought it was important because you decided to organize 
the session in the building of the emergency department of the psychiatric hospital. The 
reason for this was that professionals of the department could join easily. It looked like you 
did not think about the clients and patient experts, who also were invited. Traumatic 
memories in relation to the emergency department in this building could be triggered.’  
 
Indeed, this co-researcher took the responsibility to care for herself and other invitees with 
lived experiences. In my opinion, this kind of input is an example of the added value of 
people with lived experiences in PHR projects in all steps of the research process. Looking 
backward, it was crucial for the process. It also makes clear for me that creating safety is a 
responsibility of all of us involved. Besides, it highlights the importance of the concept of 
‘connectedness to place’ (Gibbs 2005; Stanger 2014). Places can be a facilitator to peace, 
calming, connectedness, aesthetic appreciation, delight and scientific learning (Stanger 
2014). It is important for co-researchers in PHR to be aware of positive and negative 
experiences of people to places. We share the responsibility to take on this burden to create 
a safe and positive working environment, even if it leads to a setup which is initially 
uncomfortable for some attendees. In our study, for example, it was quite unusual in the 
emergency unit to start a session with music. The softness of the song in this quite hostile, 
often aggressive context literally set the tone of voice.  
 
While writing this CAE, we heard from a co-researcher that she was confronted with 
psychiatric care workers in the dialogue session who treated her when she was in crisis. The  
moment I heard this, I was a bit shocked. I was not at all aware of that risk, and also not 
aware of this clash. I asked the co-researcher how she felt. She told me that the power 
dynamics were present and made the session very difficult for her.  
 
A co-researcher: ‘I felt that I was seen as a client. Not as a “whole person”. Not at all as a 
patient expert or co-researcher. It was terrifying, because that is my current identity, role, 
and expertise nowadays. As a client, you always need to prove yourself again and again. 
Showing that you have distance to the subject of the study. Showing that it is not only “my 
story”, but the story of a range of clients.’  
 
In this study, professionals from the emergency department of the psychiatric hospital were 
not involved as co-researchers. After the meeting, I concluded that some professionals were 
less peaceful and calm in the dialogue session we organised. I evaluated that, we were not 
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aware enough that professionals here also had to be cared for. Other co-researchers 
confirmed this. Next time, we have to be sensitive to the safety of all stakeholders involved.  
My lesson of this caring for is that conducting a PHR study in one town, together with clients 
and professionals, we need to speak out that people could know each other from a client–
caregiver dynamic and be aware of this power dynamic to create existential safety.  
 
Care giving: organise and connect  
The third step in the framework is care giving. This step consists of the actual laborious 
activity of care (Tronto 2013). In my role as a facilitator, I give care via my attitude and 
flexible behaviour in order to attune to needs. Welcoming team members with open arms 
after a period of not seeing each other. Arranging practical issues, such as cookies at 
meetings, a flower as a gift, a card at Christmas, arrangements to make sure co-researchers 
arrive at the right location for meetings. The gifts that team members gave each other 
during the project were especially valuable for all of us – not only the presents we gave to 
the co-researchers with lived experiences who worked voluntarily, but also the presents that 
co-researchers gave to researchers who worked in the academy.  
 
A co-researcher: ‘I was emotional one moment at a session. The rose I got from you a few 
minutes after that moment gave me strength. I appreciated that.’  
A co-researcher: ‘Appreciating and working with the knowledge of patient experts is 
important, showing that they are valuable and acknowledging someone’s competences.’  
 
Immaterial gifts are symbols of care and are important for all of us. They have to be of value 
for the person.  
 
This reminded one of the co-researchers of the financial compensation of the co-researchers 
with lived experience.  
 
A co-researcher: ‘As Tronto reminds us, caring is more than an attitude. It is also a physical 
activity and involves thought, emotion, action, and work. One of the issues we did not care 
for is a proper salary for patient experts who participated for a voluntary fee. The fee they 
received for their contribution is not in line with their actions and knowledge they brought in 
the project. This feels as a moral dilemma.’  
 
Besides rewards, working together in PHR studies also gives co-researchers with lived 
experiences recognition and a (temporary) aim in life.  
 
A co-researcher: ‘You should not forget that we get a lot of recognition from our work.’  
A co-researcher: ‘Working on these studies means for me that I learn, I contribute to society, 
I have colleagues, I work on things that matter, I do matter, I exist.’  
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This organising that others could connect to something larger than oneself and society 
(Townsend and McWhirter 2005) is important. Connectedness is perceived as a basic human 
need and necessitates having a profound purpose in life (Rykkje, Eriksson, and Råholm 
2015). Working together to improve care, like we did in our PHR study, can be seen as 
meaning, direction, mission or duty – a person’s larger goal (Bellingham et al. 1989).  
 
In sum, organising immaterial gifts and salary as recognition for the value of co-researchers 
with lived experiences is an important act of care giving. Reminding everybody involved of 
our shared purpose with the research, namely building together a more sustainable society, 
could also be seen as an act of care giving.  
 
Care receiving: openness receive care  
The fourth step in the framework is care receiving, observing responses to care and making 
judgements about it. This requires the moral quality of responsiveness (Tronto 2013). 
Continuously monitoring the participatory way of working is a translation of care receiving to 
PHR studies. After meetings, I informally evaluated the meetings one to one or in the group. 
This reflexive behaviour is a basic value of being an academic co-researcher in action 
research (ICPHR 2013a; Reason and Bradbury 2001).  
 
One of the co-researchers brought in the theoretical notion of ethics of care.  
 
A co-researcher: ‘We are all in the position of giving and receiving care, interdependent of 
each other. But receiving care from each other is not always simple. Not everybody accepts 
care from others in the group. Opening your heart to each other requires safety.’  
 
Reflecting on my own behaviour and thoughts about receiving care and responsiveness in 
our study, I noticed that it takes time to feel safe in a group. In one-to-one reflection 
moments with co-researchers, I felt safer to open my heart than in the group evaluation 
sessions. Creative ways to share judgements in groups helped me and other co-researchers 
to share inner thoughts in a playful way. Creative methods help to express emotions, with 
different layers of experience. This invites others to collaboratively find meaning.  
 
A co-researcher: ‘I was surprised at the effect of this creative way of working. Making a 
drawing or talking about a picture is a good way to talk about emotions and it felt safe to 
share.’  
 
Writing this CAE is also a creative way to share stories and feelings of giving and receiving 
care. It feels that it is a creative way to open your heart. Creativity helps to be responsive.  
 
A final surprising insight for me in care receiving was the fact that every co-researcher has 
one’s own goal by participating and everyone benefits somehow. One of the co-researchers 
told me that being triggered by traumatic experiences in the research helped her to start 
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counselling for her trauma. I never thought of that positive side effect of the research. I 
always thought of side effects in terms of harm, not of healing.  
 
Caring with: the edge of solidarity?  
The final phase of care for Tronto (2013) is caring with; caring needs to be consistent with 
democratic commitments to justice, equality and freedom for all. In my opinion, our PHR 
study was a vehicle to care with. The core principles of the PHR approach are also in line 
with this. By doing this PHR study, we tried to connect stakeholders (nurses, psychiatrists, 
family, patients/service users, management) to improve the emergency care together.  
I noticed that some co-researchers with a lived experience felt a moral duty to solve 
problems in health care for one’s peers.  
 
A co-researcher: ‘I work in this project to prevent that others will experience situations in 
care that I have experienced.’  
 
I admire the solidarity with peers, but I also saw that the focus on others led to a critical 
situation in the health of some co-researchers.  
 
A co-researcher: ‘Tronto reminds us to be self-reflexive on our own needs for care, and 
ensure that the self is not subsumed in a caring relationship. This self-care is needed to be 
able to act as a moral agent. Yet, being self-reflexive of our caring needs is a deeply 
emotional process, because it confronts us with our own vulnerability and interdependency 
in a world driven by meritocratic ideals and notions of being independent. Being vulnerable is 
all too easily confused with being weak and deplorable. This then leads to the hiding of 
vulnerabilities, especially in a context such as the university, to live up to the ‘norm worker 
ideal’.’  
 
At first, I was not aware that conducting PHR as co-researcher is ‘emotional labour’ 
(Hochschild, 1983). The concept of self-care is therefore important.  
 
A co-researcher: ‘Self-care is necessary, especially in the precarious contemporary academic 
life in which permanent, fixed positions are rare, leading to insecurity, competition, and an 
enormous pressure to be academically productive and have social impact.’  
A co-researcher makes a point about self-care and the importance for co-researchers who 
have been isolated and not heard from for a long time.  
A co-researcher: ‘A lot of patient experts have been isolated for a long time, and not felt 
valuable. When researchers, especially researchers from the honourable university, suddenly 
take you seriously, it is easy to not care for yourself. You can lose yourself, because you love 
the feeling of being valuable for society.’  
 
Discussion  
PHR is a relational, emotional and moral praxis. Those involved will encounter ethical issues 
on a daily basis (Banks et al. 2013), especially in studies with highly sensitive subjects such as 
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acute psychiatric care. The value of Tronto’s (2013) second-generation ethics of care is that 
it provides a framework for an in-depth analysis of asymmetric relationships to see the 
moral responsibilities of everybody engaged. It helps to tackle everyday issues around moral 
responsibility via a more in-depth way of inquiry. In this study, we learned about shared 
caring responsibilities in working together with co-researchers with lived experiences in PHR. 
See Figure 3 for a summary of issues, we uncovered in this study.  
 
The ethics of care framework provides an additional lens, besides the PHR guidelines (ICPHR 
2013b) to guide PHR co-researchers, and those working in related paradigms. It can help to 
sensitise researchers for the complex moral responsibilities of their work in a highly 
hierarchic context, and strengthen their reflexivity. The political caring perspective adds an 
important dimension which is often overlooked in society in general and research practices 
more in particular (Visse, Abma, and Widdershoven 2014; Visse and Abma 2018). This is not 
to say that participatory action researchers do not care. On the contrary, they do care, but 
this gendered kind of work typically remains invisible. This invisibility of care or the 
confinement of care to some sphere outside the research is exactly what motivated care 
ethicists to plea for crossing the boundaries between the private (care) and public (politics) 
domain (Tronto 1993).  
 
We contend that an ethos of care should be part of PHR, because it deepens our 
understanding of our praxis and can help us to explain to others what it is that we do and 
strive for. In our study, the importance of existential safety came to the fore as an important 
concern in PHR additional to the existing guidelines (ICPHR 2013b). Not only highlighted by a 
medical ethical committee at the start of a study to a principle investigator, but a shared 
responsibility for all during a whole process. Moreover this CEA deepens the work of 
Brannelly (2016), who first used the five-stage model of Tronto (2013) in her work, with 
empirical findings from a context of psychiatric care. Stories like this one are important to 
develop our moral understandings of our praxis; it is through a myriad of stories and cases 
that we begin to discern our expertise (Nussbaum 2001; Ashcroft et al. 2005). Finally, our 
study emphasises the importance of care and self-care because PHR and other related 
participatory paradigms can and often are emotional labour. Care and self-care are 
especially important in a society governed by insecurity and precariousness as a new form of 
power over people (Bauman 2000; Vosman and Niemeijer 2017).  
 
Implications for practice  
Based on this research, we developed a compass for participatory researchers to reflect on 
their care relations. The compass consists of several questions, ordered in the five phase 
model of second-generation ethics of care (Tronto 2013). The questions are inductively 
based on the findings of this study. The aim of the questions is to stimulate reflexivity in 













Figure 4. Compass for reflection for co-researchers from a lens of ethics of care. 
209
Ethics of care in participatory health research
149044 Groot BNW..indd   209 26-01-2021   13:45
 
Disclosure statement  
No potential conflict of interest was reported by the authors.  
 
References  
- Ashcroft, R., A. Lucassen, M. Parker, M. Verkerk, and G. Widdershoven, eds. 2005. Case Analysis in 
Clinical Ethics. Cambridge: Cambridge University Press. doi:10.1017/CBO9780511545450.  
- Balakrishnan, V., and S. Cornforth. 2013. “Using Working Agreements in Participatory Action Research: 
Working through Moral Problems with Malaysian Students.” Educational Action Research 21 (4): 582–
602.  
- Banks, S., A. Armstrong, K. Carter, H. Graham, P. Hayward, A. Henry, T. Holland, et al. 2013. “Everyday 
Ethics in Community-Based Participatory Research.” Contemporary Social Science 8 (3): 263–277.  
- Banks, S., and M. Brydon-Miller. Forthcoming. Ethics in Participatory Research for Health and Social 
Well-being: Cases and Commentaries. Abingdon: Routledge. 
- Barnes, M., and C. Cotterell. 2012. “From Margin to Mainstream.” In Critical Perspectives on User 
Involvement, edited by M. Barnes and P. Cotterell, 15–26. Bristol: The Policy Press. 
- Barnes, M., T. Brannelly, L. Ward, and N. Ward, eds. 2015. Ethics of Care: Critical Advances in 
International Perspective. Bristol: Policy Press. 
- Bauman, Z. 2000. Liquid Modernity. Cambridge: Polity Press. 
- Baur, V., T. Abma, and I. Baart. 2014. “‘I Stand Alone.’ An Ethnodrama about the (Dis) Connections 
between a Client and Professionals in a Residential Care Home.” Health Care Analysis 22 (3): 272–291.  
- Bellingham, R., B. Cohen, T. Jones, and L. Spaniol. 1989. “Connectedness: Some Skills for Spiritual 
Health.” American Journal of Health Promotion 4 (1): 18–31.  
- Boser, S. 2007. “Power, Ethics, and the IRB Dissonance over Human Participant Review of Participatory 
Research.” Qualitative Inquiry 13 (8): 1060–1074.  
- Bowling, A. 2014. Research Methods in Health: Investigating Health and Health Services. London: 
McGraw-Hill Education.  
- Brannelly, T. 2016. “Decolonising Research Practices with the Ethics of Care.” Nursing Ethics 23 (1):4-6.  
- Brannelly, T., and A. Boulton. 2017. “The Ethics of Care and Transformational Research Practices in 
Aotearoa New Zealand.” Qualitative Research 17 (3): 340–350. 
- Braun, V., and V. Clarke. 2006. “Using Thematic Analysis in Psychology.” Qualitative Research in 
Psychology 3 (2): 77–101. 
- Brydon-Miller, M. 2008. “Ethics and Action Research: Deepening Our Commitment to Principles of 
Social Justice and Redefining Systems of Democratic Practice.” In The SAGE Handbook of Action 
Research: Participative Inquiry and Practice, edited by R. Reason and H. Bradbury, 199–210. New York: 
Sage.  
- Chang, H., F. Ngunjiri, and K. A. C. Hernandez. 2016. Collaborative Autoethnography. Abingdon: 
Routledge. 
- Charles, E. 2012. “Community Supported Agriculture as a Model for an Ethical Agri-Food System in 
North East England.” PhD thesis, New Castle University, New Castle. 
- Cook, T. 2009. “The Purpose of Mess in Action Research: Building Rigour Though a Messy Turn.” 
Educational Action Research 17 (2): 277–291. 
- Ellis, C., T. E. Adams, and A. P. Bochner. 2011. “Autoethnography: An Overview.” Forum: Qualitative 
Social Research 12 (1): 273–290. 
- Fouché, C. B., and L. A. Chubb. 2017. “Action Researchers Encountering Ethical Review: A Literature 
Synthesis on Challenges and Strategies.” Educational Action Research 25 (1): 23–34. 
- Gibbs, C. 2005. “Spirit-aware Teacher and Learner: Relational Connectedness in Teaching and 
Learning.” Teachers and Curriculum 8 (1): 59–64. 




149044 Groot BNW..indd   210 26-01-2021   13:45
 
 
- Groot, B. C., and T. A. Abma. 2018 “Participatory Health Research with Older People: Navigating Power 
Imbalances towards Mutually Transforming Power.” In Participatory Health Research: Voices from 
Around the World, edited by M. Wright and K. Kongrats. Springer. 
- Grootegoed, E. M. 2013. “Dignity of Dependence: Welfare State Reform and the Struggle for Respect.” 
Doctoral dissertation, University of Amsterdam, Amsterdam. 
- Grootegoed, E., and E. Tonkens. 2017. “Disabled and Elderly Citizens’ Perceptions and Experiences of 
Voluntarism as an Alternative to Publically Financed Care in the Netherlands.” Health & Social Care in 
the Community 25 (1): 234–242. 
- Hochschild, A. 1983. The Managed Heart: Commercialization of Human Feeling. Berkeley, CA: 
University of California Press. 
- Hochschild, A. R. 1995. “The Culture of Politics: Traditional, Postmodern, Cold-modern, and Warm 
modern Ideals of Care.” Social Politics: International Studies in Gender, State & Society 2 (3): 331–346.  
- Holian, R., and D. Coghlan. 2013. “Ethical Issues and Role Duality in Insider Action Research: 
Challenges for Action Research Degree Programmes.” Systemic Practice and Action Research 26 (5): 
399–415.  
- ICPHR (International Collaboration for Participatory Health Research). 2013a. Position Paper 1: What is 
Participatory Health Research? Version: May 2013. Berlin: International Collaboration for Participatory 
Health Research. 
- ICPHR (International Collaboration for Participatory Health Research). 2013b. Position Paper 2: 
Participatory Health Research: A Guide to Ethical Principals and Practice. Version: October 2013. 
Berlin: International Collaboration for Participatory Health Research. 
- Jones, M., and G. Stanley. 2008. “Children’s Lost Voices: Ethical Issues in Relation to Undertaking 
Collaborative, Practice-based Projects Involving Schools and the Wider Community.” Educational 
Action Research 16 (1): 31–41. 
- Kemmis, S. 2006. “Participatory Action Research and the Public Sphere.” Educational Action Research 
14 (4): 459–476.  
- Lincoln, Y. S., and E. G. Guba. 1985. Naturalistic Inquiry, vols. 75. Beverly Hills, CA: Sage. 
- Locke, T., N. Alcorn, and J. O’Neill. 2013. “Ethical Issues in Collaborative Action Research.” Educational 
Action Research 21 (1): 107–123. 
- Lowry, P. B., A. Curtis, and M. R. Lowry. 2004. “Building a Taxonomy and Nomenclature of 
Collaborative Writing to Improve Interdisciplinary Research and Practice.” The Journal of Business 
Communication 41 (1): 66–99. 
- Mikesell, L., E. Bromley, and D. Khodyakov. 2013. “Ethical Community-engaged Research: A Literature 
Review.” American Journal of Public Health 103 (12): e7–e14. 
- Newman, J., and E. Tonkens. 2011. Participation, Responsibility and Choice : Summoning the Active 
Citizen in Western European Welfare States. Amsterdam: Amsterdam University Press. 
- Noddings, N. 2013. Caring: A Relational Approach to Ethics and Moral Education. Los Angeles: 
University of California Press. 
- Nussbaum, M. C. (2001). The Fragility of Goodness: Luck and Ethics in Greek Tragedy and Philosophy. 
Cambridge: Cambridge University Press. 
- Reason, P., and H. Bradbury, eds. 2001. Handbook of Action Research: Participative Inquiry and 
Practice. New York: Sage. 
- Rykkje, L., K. Eriksson, and M. B. Råholm. 2015. “Love in Connectedness: A Theoretical Study.” SAGE 
Open 5 (1): 2158244015571186. 
- Sayer, A. 2011. Why Things Matter to People: Social Science, Values and Ethical Life. New York: 
Cambridge University Press. 
- Schipper, K., T. A. Abma, E. van Zadelhoff, J. van de Griendt, C. Nierse, and G. A. Widdershoven. 2010. 
“What Does It Mean to Be a Patient Research Partner? An Ethnodrama” Qualitative Inquiry 16 (6): 
501–510. 
- Schön, D. 1983. The Reflective Practitioner: How Professionals Think in Action. New York: Basic Books.  
211
Ethics of care in participatory health research
149044 Groot BNW..indd   211 26-01-2021   13:45
 
- Smith, L., L. Bratini, D. A. Chambers, R. V. Jensen, and L. Romero. 2010. “Between Idealism and Reality: 
Meeting the Challenges of Participatory Action Research.” Action Research 8 (4): 407–425.  
- Snoeren, M. M., T. J. Niessen, and T. A. Abma. 2012. “Engagement Enacted: Essentials of Initiating an 
Action Research Project.” Action Research 10 (2): 189–204. 
- Snoeren, M. M., R. Raaijmakers, T. J. Niessen, and T. A. Abma. 2016. “Mentoring with (in) Care: A Co-
constructed Auto-ethnography of Mutual Learning.” Journal of Organizational Behavior 37 (1): 3–22.  
- Souleymanov, R., D. Kuzmanović, Z. Marshall, A. I. Scheim, M. Mikiki, C. Worthington, and M. P. 
Millson. 2016. “The Ethics of Community-based Research with People Who Use Drugs: Results of a 
Scoping Review.” BMC Medical Ethics 17 (1): 25. 
- Stanger, N. R. G. 2014.“(Re) Placing Ourselves in Nature: An Exploration of How (Trans) Formative 
Places Foster Emotional, Physical, Spiritual, and Ecological Connectedness.” Doctoral diss., University 
of British Columbia, Vancouver. 
- Teunissen, G. J., M. A. Visse, and T. A. Abma. 2015. “Struggling between Strength and Vulnerability: A  
- Patient’s Counter Story.” Health Care Analysis 23 (3): 288–305. 
Teunissen, G. J., P. Lindhout, and T. A. Abma. 2018. “Balancing Loving and Caring in Times of Chronic  
- Illness.” Qualitative Research Journal. doi:10.1108/QRJ-D-17-00030. 
Tolich, M. 2010. “A Critique of Current Practice: Ten Foundational Guidelines for Autoethnographers.” 
Qualitative Health Research 20 (12): 1599–1610. 
- Townsend, K. C., and B. T. McWhirter. 2005. “Connectedness: A Review of the Literature with 
Implications for Counseling, Assessment, and Research.” Journal of Counseling & Development 83 (2): 
191–201.  
- Toyosaki, S., Pensoneau-Conway, S. L., Wendt, N. A., and Leathers, K. 2009.“Community 
Autoethnography: Compiling the Personal and Resituating Whiteness” Cultural Studies? Critical 
Methodologies 9 (1): 56–83. 
- Tronto, J. C. 1993. Moral Boundaries: A Political Argument for an Ethic of Care. Hove: Psychology 
Press. 
- Tronto, J. C. 2013. Caring Democracy: Markets, Equality, and Justice. New York: New York University 
Press.  
- Visse, M. A., and T. A. Abma. 2018. Evaluation for a Caring Society. Charlotte, NC: Information Age 
Publishing. 
- Visse, M. A., T. A. Abma, and G. A. M. Widdershoven. 2014. “Practising Political Care Ethics: Can 
Responsive Evaluation Foster Democratic Care?” Ethics & Social Welfare 9 (2): 164–182. 
doi:10.1080/17496535. 2015.1005550.  
- Vosman, F., and A. Niemeijer. 2017. “Rethinking Critical Reflection on Care: Late Modern Uncertainty 
and the Implications for Care Ethics.” Medicine, Health Care and Philosophy 20 (4): 465–476.  
- Walker, M. U. 2007. Moral Understandings: A Feminist Study in Ethics, 2nd edition,. Oxford: Oxford 
University Press.  
- Ward, L., and B. Gahagan. 2010. “Crossing the Divide between Theory and Practice: Research and an 
Ethic of Care.” Ethics and Social Welfare 4 (2): 210–216. 
- Wilson, E., A. Kenny, and V. Dickson-Swift. 2018. “Ethical Challenges in Community-based Participatory 
Research: A Scoping Review.” Qualitative Health Research 28 (2): 189–199. 
- Woelders, S., T. Abma, T. Visser, and K. Schipper. 2015. “The Power of Difference in Inclusive 












149044 Groot BNW..indd   214 26-01-2021   13:45
 
 
9. Epistemic injustice and the need for an ethics of care 
 
Groot, B.C., Haveman, A. & Abma, T. (2020) Relational, ethically sound co-production in mental health care 
research: Epistemic injustice and the need for an ethics of care. Critical Public Health. DOI: 
10.1080/09581596.2020.1770694 
 
Barbara Groot, Annyk Haveman and Tineke Abma  
  
Barbara Groot, Annyk Haveman, Tineke Abma 
Groot, B., Haveman, A., & Abma, T. (2020). Relational, ethically 
sound co-production in mental health care research: 
epistemic injustice and the need for an ethics of care. 
Critical Public Health, 1-11.
CHAPTER 9
Epist ic injustice 
and the need for 
an ethics of care
9




Co-production and service user involvement are increasingly encouraged in mental health 
care research. However, power hierarchies in knowledge can affect the co-production of 
knowledge by stakeholders. Therefore, the purpose of this article is to deepen our 
understanding of the relational dynamics at stake in co-researching teams and larger groups 
of stakeholders involved in research. We reflect on a process of co-production in psychiatric 
emergency care and show the ethical responsibilities of researchers in dealing with the 
power dynamics. A collaborative reflection on the process of co-production shows that the 
voices of service users, who participated as co-researchers, were silenced, thereby 
reinforcing epistemic injustice. Ethics of care offered guidance for ethical reflection and ways 
to manage relational dynamics. Instead of ‘fight and flight’, the ‘tend and befriend’ option 
was fruitful for relational ethically sound co-production, leading to teams and stakeholders 
jointly reflecting on knowledge co-production. Relational reflexive work brings people 
together for solidarity, support, and advice. 
Keywords: Epistemic injustice, co-production, service user-involvement, ethics of care, 








The co-production of knowledge by diverse stakeholders, including experts, researchers, and 
service users, is becoming of increasing interest in mental health care (Drew et al., 2011; 
Ferraz, 2018). The authors work in participatory research in health and social well-being 
(Abma et al., 2019; Wright & Kongats, 2019), Participatory Health Research (PHR) for short. 
PHR is an umbrella term that unites various traditions that endeavour to share power among 
all actors involved, including service users. This critical approach gives particular attention to 
power hierarchies in research that are inherent to the medical and health care field (Groot & 
Abma, 2019). One key tenet of PHR is that leaving out the perspectives of those whose life 
and work is at stake will lead to a decreased understanding of our social world, and 
dishonour the capacities of those whose voices are not heard. 
 
Respect for knowledge diversity is a core ethical and epistemological value in participatory 
research. It entails respect for a variety of knowledge sources such as propositional 
(academic ideas and theories), practical (skills and competencies), and experiential (through 
empathy and resonance) (Reason & Rowan, 1981). Service users derive their experiential 
knowledge from face-to-face encounters with persons, places, or things (Reason & Rowan, 
1981), and have the ‘bodily’ lived experience of, for example, an involuntary admission in 
psychiatric care (Weerman & Abma, 2018). Although co-production of knowledge as well as 
peer education are merging in psychiatric care, experiential knowledge from service users is 
still not yet considered a mainstream and valid source of knowledge in psychiatric research. 
In Dutch psychiatric research, a large group of researchers work on the assumption that only 
experts with scientific (propositional) knowledge have methods and techniques to produce 
objective truths, perpetuating the perception that ‘against our everyday knowledge, only 
scientific understanding may give us, however tentatively, the true picture of the world’ 
(Glas & de Ridder, 2018, p. 72). 
 
Service users still experience a low recognition of the value experiential knowledge. This 
type of knowledge brings a different picture of the world than scientific knowledge. The 
integration of different types of knowledge is therefore experienced as complicated. 
Consequently, in acute psychiatric care participatory research, that facilitates dialogue and 
learning featuring both (former) service users as co-researchers and professionals, is 
relatively rare. 
 
Worldwide, there are groups of service users practicing service user-led research (Baart & 
Abma, 2011; Fox, 2017; Staddon, 2015; Thornicroft & Tansella, 2005; Trivedi & Wykes, 2002; 
Turner & Gillard, 2012) and research from the base of Mad Studies (Beresford & Russo, 
2016). In both approaches service users are in control of the study, minimizing relational 
dynamics issues. In a PHR based approach, there is a commitment to share power in the 
research process among all participants, be it service-users, academics with and without 
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experiential knowledge, and other stakeholders such as professionals who work in the field 
of emergency psychiatric care (psychiatrists, nurses, ambulance staff, police men). 
 
In this article, we present a collaborative reflection on the process of co-production shaped 
by our PHR study in Dutch psychiatric health care in 2016–2017 – the ‘Good-Care-in-Crisis’ 
study. We reflect on the relational dynamics between six co-research members and other 
stakeholders involved in the process, offering support for the inclusion of experiential 
knowledge in research, and providing guidance for team members of co-production 
processes. 
 
This article contributes to the understanding of the relational dynamics in collaborative 
research (Nordentoft & Olesen, 2018; Phillips et al., 2018; Thomas-Hughes, 2018), as well as 
the emerging literature on relational ethics of participatory action research (Banks & 
Brydon-Miller, 2019; Hersted et al., 2019) and community engagement (Reynolds & Sariola, 
2018), particularly in the field of mental health and psychiatry (Faulkner, 2004; Rose, 2009; 
Russo, 2012; Schneider, 2010; Telford & Faulkner, 2004). Ethics of Care (Tronto, 1993, 2013) 
offers valuable guidance to research teams who work in the co-production and participatory 
research field, by defending a caring attentiveness to epistemic injustice (Fricker, 2007; 
Simons & Greene, 2014) where a human subject is wronged in their capacity as a knower 
(Fricker, 2007). It also calls for an approach to ‘tend to befriend’ rather than ‘fight and flight.’ 
Finally, it asserts that it is in relationships that people express their needs, communicate, 
and receive care and recognition. Explicit attention to relationships in the research process 
widens the scope of values by encouraging deliberation and dialogue about what good care 
and caring means (Abma et al., 2020) 
Material and methods 
Author team 
The first author is an academic researcher and coordinator or the Centre of Client 
Experiences in the Netherlands. The second author is a representative of the service user 
perspective, has a background in social work, and has lived experiences as a service user in 
psychiatric emergency care. The third author is a professor in Participation & Diversity. All 
authors were actively involved in the Good-Care-in-Crisis study and share an interest in 
relational ethics and co-production of knowledge. 
 
Methods of reflection in this article  
Data were generated in a participatory fashion in two phases: during the study (2016–17), 
and afterwards in a relational reflexive period (2018–2019). An overview of the data and 
data-gathering periods can be seen in Table 11. All data yielded insights into the feelings, 
thoughts, and considerations of the team members during the study. The co-research team 
of the ‘Good-Care-in-Crisis’-study consisted of six people, including the present authors. 
Some members combined a background in academic research with lived experiences in  
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Diary notes of individual research team members 
Emails between research team members 
Notes of phone calls in which reflections about challenges were discussed (taken 
by the first author) 
Notes of conversations about the ‘Good Care in Crisis’-study between care 
professionals and the authors 
Archived emails of conversations about the ‘Good Care in Crisis’-study with the 
directors of the mental health care institutions with the authors  





Transcribed audio recordings of interviews (60-90 minutes) within the research 
team members by the first author (n=5) 
Dialogue sessions with the authors about the process (n=3) 
Conversations with the team about the revising process while publishing (n=8) 
Table 11: Data of the study and period of data collection  
 
psychiatric emergency care as service-users, and as formal or informal carers. For anonymity 
reasons, we do not elaborate on this more in detail. The data was analysed systematically, in 
line with the approach of thematic analyses (Braun & Clarke, 2006). 
 
Context: ‘Good Care in Crisis’ study overview 
‘Good Care in Crisis’ was a PHR study which aimed to improve the psychiatric emergency 
care service delivery. The experiences of stakeholders and their commonalities were 
gathered in dialogue sessions. In Table 12 we provide an overview of the methods of data 
gathering and the methodology of the study, including the nature of co-production in all 
phases. The ‘Good-Care-in-Crisis’ study was commissioned and funded by two psychiatric 
care organisations and its findings were published on a Dutch report (Vink et al., 2017) and 
on a scientific article (Groot et al., 2019). 
 
By opting for co-production in the ‘Good-Care-in-Crisis’-study, we wanted to acknowledge 
the capacities of service users, defending the emancipatory idea that they have the right to 
have a voice, so often silenced, in the evaluation of the service responsible for their care in a 
crisis. Their participation enriched the conclusions and generated more ideas for 
improvement. 
 
Based on the ideal typologies in collaborative research relations (Phillips et al., 2018), the 
authors co-created collaboratively by researchers and co-researchers in the field the 
objectives of the project and all content. This means that all actors, especially service users, 
participate on an equal footing and are equally committed. This is in line with the approach 
of the Centre for Client Experiences, where the study was initiated. However, we didn’t 
discuss this approach explicitly with our team, commissioners and other stakeholders, but 
only in the proposal phase and within a small group. In retrospect, some team members  
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Phase Activities Co-production 
 I: Creating social 
conditions 
Informal conversations with key 
figures 
All conversations in pairs (a co-
researchers with lived experiences 
and an academic title) 
II: Exploration Data gathering (interviews with 
service users and professionals) and 
a focus group with care givers 
All together (co-research team), we… 
… created a recruitment-plan of 
service users 
… conducted the interviews and 
focus group 
… analyzed the data 
… discussed the findings for report 
III: Validation Focus groups with service users and 
professionals about the findings in 
homogenous groups 
IV: Writing report Writing the findings in a report  Co-researchers with an academic 
affiliation were in the lead in 
reporting and writing academic 
articles 
V: Dialogue and 
mutual 
understanding 
Dialogue session with 
heterogeneous groups 
All together (co-research team), we 
organized and facilitated the session 
 
Table 12: Co-production in the process of responsive evaluation ‘Good-Care-in-Crisis’-study  
 
possibly expected a more traditional co-production approach where the researchers define 




In 2018, we asked all the team members who participated in the study to join a collaborative 
reflection. The aim was to gain an in-depth understanding of the process of co-production to 
produce an academic article. Two of the three other members were open to interviews 
about their experience, but did not want to join the writing process. The third member did 
not want to participate, but consented for their experiences to be used in the article. We 
were all extra attentive and careful about the relational dynamics in this study by caring for 
each other following the lessons from a previous study on ethics of care in collaborative 




Centre of Client Experiences received an invitation to conduct a participatory evaluation 
from the perspective of service users which became the ‘Good-Care-in-Crisis’ study. 
Previously, the mental health care organisations had only done evaluations from the 
perspective of the care professionals. A solid, diverse team was brought together and 
collaborated in the development of the design, strategic decisions, and in the process of 
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data gathering and analysis. On a reflexive group session held to discuss the beginning of the 
research, one team member with experiential knowledge stated: 
 
Overall, I think it was a collaborative study. We tried to work together on every step of the 
research. From the start … the safe setting was crucial; we reflected on our inclusive way of 
working collaboratively, and decided together that we wanted to work in this way 
throughout the research process. (January 2017) 
 
Despite the positive experiences using co-production, we encountered several challenging 
relational dynamics and power issues which happened at three critical moments: reporting; 
discussing the findings; reception, rewriting, and reconnecting. Each phase is described from 
the perspective of each of the three authors, followed by a reflection. 
 
Critical moments: reporting 
 
Silencing the service users voice due to tight deadlines 
The deadline for the submission of the full report was approaching. We had planned a 
dialogue session with stakeholders in the psychiatric care service delivery (including 
emergency psychiatric care professionals, police officers, and experts by experience). We 
were to send a copy of the full report to all invitees beforehand. At that point, however, the 
team had only produced the results collaboratively, but not the conclusion, discussion, and 
summary. One of the team members with an academic affiliation and experience as a parent 
of a service user produced a draft, about which a team member with lived experiences 
commented on a phone call: 
 
I saw that a few sentences were written by someone who could not empathise with the 
position of the service user. … I felt dispossessed and unable to change these sentences. Who 
owns the final version? Who decides what words are chosen? Who has the power to decide 
the content of this most often read and most important part of the report [the conclusion]? 
It feels like X [the author of the draft] has all the power. (May 2016) 
 
Upon reflecting on this incident, we noted that co-authoring a report is a precarious 
relational process, and epistemic diversity needs to be respected. Asking for a deadline 
extension can be difficult when research is funded externally but, in retrospect, that would 
have been the right thing to do in order to have time to include all ‘knowledges’ and 
perspectives. For the team members with lived experiences, it was crucial to use language 
that gave equal footing to service users and professionals in the conclusion and summary, 
because the report would guide the strategic vision of the mental health care organisations. 
Academic researchers might find difficult to share power and control over a report and feel 
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What is at stake for whom? The agreed upon budget and timeframes in the proposal were 
important in the decision made by X [the author of the draft]. In the end, as a potential 
service user of the emergency department, I could have to face the actions that are taken 
based on the conclusions in the report in a care situation, but there is not much at stake for 
X. (April 2018) 
 
We found that researchers in hierarchical academic contexts who produce and uphold 
inequalities may seek to assert dominant ‘logics,’ and preserve the knowledge of the already 
privileged. 
 
Exclusion of service users who are limited in their writing skills 
One of the team members has dyslexia and can only give feedback verbally. The research 
proposal, approved by the commissioners, included a written report as a deliverable. The 
team member experienced this situation as an exclusion mechanism: 
 
I could not make myself clear, not even to X. … My arguments were not understood or didn’t 
come through when I talked, and I could not write [my thoughts] down like the others. … 
Others gained influence by writing. Parts of my knowledge have been lost because I have to 
speak, rather than write. … Not everything has been heard or understood. (November 2017) 
 
Reflecting on this incident, we concluded that, in the academic world, the focus is on written 
texts which is not an inclusive practice. The team mainly used text, despite conducting 
creative analysis sessions and including items from that analysis in the final report, such as 
song lyrics, collages, drawings and paintings. Some members of the team feared that using 
alternative media such as video, voice, or music would qualify the research as ‘unscientific,’ 
and stakeholders would undervalue the results. 
 
Critical moments: discussing the findings 
 
Not believing or valuing the experiential knowledge of service users 
A session with all stakeholders to discuss the findings and stimulate dialogue was held but 
many of the participants felt offended by the findings of the study. Afterwards, we discussed 
the defensive behaviour of the emergency care professionals who seemed to deny the 
veracity of the experiences of the service users. A team member with lived experiences 
stated: 
 
We did not make up the story in the report! But, they gave me that feeling [that we had]. We 
followed all the ‘academic guidelines’ of audio recordings and informed consent, and were 
affiliated with a highbrow medical university, under the responsibility of a well-known 
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The team members with lived experiences felt that their knowledge and the voices of service 
users were played down or not taken seriously: 
 
I felt that I was seen as a service user, not as a ‘whole person,’ and definitely not as an 
expert-by-experience … nor as a co-researcher. It was terrifying because that is my current 
identity, role, and expertise. As a service user and advocate of psychiatric patients, you need 
to prove yourself again and again, and show that you have distance from the subject of the 
study. You have to show that it is not only ‘your own story,’ but also the story of a variety of 
service users. (June 2016) 
 
The academic researchers sensed that the qualitative and participatory nature of the 
research was dismissed due to a positivistic scientific tradition and managerial context, 
which values evidence-based medicine and where the focus is on objectivity and distance. It 
can be difficult for stakeholders such as medical specialists and care workers to recognise 
that stories and qualitative interpretations are valid sources of knowledge. In future 
research, we should be prepared for the pushback that our approach might generate. For 
people with lived experiences, it can be painful to be confronted with oppositional views as 
well. 
 
Lost connections and reproduction of strategic behaviour 
 
While analysing the positions of the mental health care professionals after the dialogue 
sessions, one team member pointed out the parallelism between professionals and service 
users’ experiences in the emergency psychiatric department. The mental health care 
professionals defended themselves by pointing out that they felt unsafe and were scared of 
potential outbursts of anger from service users, and that previous experiences had 
engendered a lack of trust. The confrontation and power asymmetry complicated a dialogue 
that required ‘openness’ and a ‘receptivity to otherness’ to foster mutual learning 
(Gadamer, in Abma et al., 2017). The professionals felt trapped between the dominance of 
the system and the values of productivity and safety. 
 
The disconnection between mental health professionals and service users in the dialogue 
session and the subsequent team discussions revealed a willingness to understand the 
perspectives of the professionals, essential for restoring these connections. A passage from 
an email discussion on the day after the session revealed this empathy for the professionals: 
 
It was intense. Taking a quick look back at the session, I can say that we might have 
underestimated the fact that we also had to show care for the professionals in the room. I 
was not aware that they experienced a complex situation of feeling unsafe and mistrust … 
(June 2016) 
Reflecting on this moment, the criticism of care expressed in the study was not focused on 
the professionals, but rather on the care institutions that did not deliver democratic care 
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(due to external and internal inspections, displaying pressure by insurance companies). 
Professionals and service users are allies in their desire for ‘good care’ which features 
attention, listening, contact and partnership. Unfortunately, this relationship can break 
under pressure, and this was apparent in our session. In a conversation with a psychiatric 
care professional, it was apparent that professionals were also aware of this disconnection: 
 
Yes, you could say that we are also ‘victims’ of the system. That resonated with the team … 
and in my head … That’s how it is. We [service users and professionals alike] must 
collaborate, instead of fighting. (October 2016) 
 
In the report, the perspective of the least heard (in this case, the service users) were 
preponderant and the tone was activist and critical. The perspective of the care 
professionals was not adequately represented in the report because the organisation and 
individual professionals did not prioritise their role as co-researchers or sounding board 
members in the evaluation study. Besides, their experiences had already been abundantly 
described in earlier studies. Moreover, three of the team members were affiliated with a 
service user advocacy organisation, and had been trained to advance service user’s critical 
views. 
 
In retrospect, we argue that it would have been beneficial to include views from all 
stakeholders to ensure that the findings were balanced. Despite its difficulty, it is essential 
that the author of a report represents and remains equally distant from all parties. Foster 
agreement between stakeholder groups us a first step towards facilitation of the 
implementation of the findings in the care institution. 
 
Critical moments: reception, rewriting, and reconnecting 
 
Offering a one-sided picture 
The results of the study were positively received by one of the funding organisation decision 
makers but other powerful entities sought to prevent us from disseminating the results. 
There was an unspoken fear that the contents of the report could be used by external 
entities to sanction the organisation, a fear justified by previous experiences. A team 
member stated in a one-to-one conversation: 
 
I felt erased, that my existence was not welcome. I wonder: do [the director and 
managers] take mental health care service users seriously? Did they learn anything 
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Another member reported: 
 
Are they so … is our experiential knowledge such … I feel that there is a wall between what 
service users know and do, and the doctor and his or her responsibility. (May 2018) 
 
In reflecting about this incident, we concluded that if the results had been less critical, the 
report would have been disseminated. After extensive deliberation, we chose to not publish 
the report as it stood, as its critical content could damage our relationships with mental 
health organisations. Team members are invested in promoting changes in emergency care 
practices, and our partnership with the commissioners and organisations is crucial to our 
ability to make any difference to the process of care. 
 
One of the authors with an academic affiliation re-wrote the text of the report to obtain a 
better balance of voices; the professionals’ perspectives were given a more prominent place, 
while the tone was made softer and more appreciative. The funding had been used up, so 
the rewriting was done in her own time and, regretfully, it became less co-productive and 
participatory. The draft of the revised report was sent to all team members, and discussed in 
one-to-one telephone calls. One of the authors decided to remove her name from the 
report, feeling that the report wasn’t critical anymore and that a ‘covert’ message was 
insufficient to lead to change. In a one-to-one conversation, she explained that she felt that 
her activism had been erased, her criticism about the gender and power dynamics had been 
censored, and valuable knowledge had been lost. She felt she was no longer part of the 
team, making her feel lonely and left out. 
 
Her withdrawal evoked many ambivalent emotions in the team who considered the 
rewritten report to be a ‘workable compromise’ that prevented the research from being 
unusable. The original report was published on the websites of the mental health care 
organisations concerned, as well as on our own website. Making the findings available to the 
general public was a fundamental democratic value of our participatory evaluation. We also 




Two years after publishing the ‘Good-Care-in-Crisis’-report, this reflection on the micro-
political and moral dynamics of the research, in addition to the reflection on the ethics of 
care in collaboration (Groot et al., 2018), healed the relationships between the team 
members, including the present authors. Presentations of the findings to groups in one of 
the psychiatric emergency care organisations helped to reconnect with a part of the 
stakeholders. Last month, we conducted a working visit to an innovative organisation in the 
field of mental health care that follows a service user-centred and -led mode of operation, 
together with a delegation of emergency care stakeholders, experts by experience, and 
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academic researchers. With this group, we plan to do participatory action research that will 
improve emergency care. 
 
Discussion 
This article illustrates the complexity of relational dynamics in the co-production of 
knowledge in mental health care research. This reflection shows that, in hierarchical 
contexts such as psychiatric care and academic hospital settings that widely produce and 
uphold inequalities, dominant ‘logics’ can reassert the knowledge espoused by those who 
are already privileged. This is problematic because the complexity of problems in mental 
health care is such that it is not possible to solve them if mental health care organisations 
only focus on propositional knowledge as the ‘true picture of the world’ (Glas & de Ridder, 
2018, p. 72) as we will not have access to different views to co-create out-of-the-box 
solutions. Moreover, such an approach would harm service users, and their potential future 
involvement in research. 
 
As we see it, power works partly through functional positions in societal hierarchies and 
organizations, such as researchers who have a vested role, function and interest in the 
production of knowledge. Within the production of knowledge, service users are relatively 
new as contributors and do not yet have a well-defined role and function. Traditionally 
service users are not conceived as knowers and having relevant and valid expertise (Crichton 
et al., 2017; Kidd & Carel, 2017). In addition, there is the more subtle process of implicit 
power enacted in social interactions and routines through the use of certain discourses and 
norms. Power and structures of inequality are thus not unilaterally oppressive and 
dominating. They are ‘productive’ as all people involved – in our case researchers, 
healthcare professionals and service users – are inevitably part of its enactment, and carry 
responsibility for the (re)production of inequalities. If researchers are using professional or 
technical scientific jargon, this can exclude users who do not express their concerns in that 
language. The concerns of users, often expressed in narratives, may not even be 
‘translatable’ into a scientific discourse and lose credibility (Woelders, 2020). 
 
To counter this silencing, researchers have to create room for an equal and fair dialogue, 
which can lead to resistance from and tensions with other stakeholders, who might perceive 
that the power balance and status quo is shifting (Foster & Glass, 2017). Any loss of 
connections with and among people is counterproductive to achieving mutual respect for all 
forms of knowledge and voices. We want to discuss one explanation for the relational 
dynamics and lost connections in this research in specific, namely epistemic injustice 
(Fricker, 2007, 2013). 
 
The connections between those involved in the study of emergency care came under 
pressure at several moments in this study. Co-researchers with experiential knowledge 
experienced epistemic injustice – a concept coined by philosopher and feminist Miranda 
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Fricker (2007, 2013) that denotes the reality in which people are wronged, specifically in 
their capacity as a knower. Co-researchers felt that their capacity as knowers was sometimes 
undervalued, and that their stories were deemed not worth listening to. In particular, they 
felt wronged in their capacity as knowers when they thought they were not heard in the 
dialogue session with professionals and academic researchers that took place in the 
reporting phase (testimonial injustice). Their perspectives on issues that were of great 
interest to them, and might affect them and other service users, were systematically 
ignored. The written culture in academia resulted in a situation in which a co-researcher 
with dyslexia did not feel in possession of the resources necessary to exchange and interpret 
her experiences (hermeneutic injustice) (Fricker, 2013). 
 
This feeling of epistemic injustice was especially painful, given the expectations raised at the 
beginning of the co-production process in the research, and the attention placed on 
relationships. Although Glass and Newman (2015) state that participatory research is a way 
to fight against epistemic injustice, we saw it occurring in this study – sometimes very 
overtly (in the form of an unwillingness to publish a report), and sometimes more subtly 
(when academic researchers took the lead in writing a report). Paphitis (2018) has written 
that in the research process, colleagues, institutions, and/or project funders do not deem 
more participatory forms of knowledge generation and dissemination as valuable, valid, 
academic, or legitimate, and that standard academic outputs, produced without active 
collaboration, remain the key metric of success (Paphitis, 2018). 
 
Finally, it must be admitted that the research team at times lost its connection with each 
other and other stakeholders involved. The re-writing of the report and the dialogue session 
can be seen as examples of the polarisation and disconnection in the process. This crisis of 
connection reflects the contemporary situation in mental health care in general and 
psychiatric emergency care in particular, which is characterised by fragmentation, power 
plays, and fear (Groot et al., 2019). Co-production in research can threaten daily routines in 
mental health care, and lead to withdrawal, resistance, and anger, and as a result, in 
situations where tensions grow and remain unresolved, people are inclined to respond with 
self-protection and increased control, rather than care and creativity. 
 
Joan Tronto (1993, 2013) alerted us to the fact that if people respond in this way to threats 
and changes, they not only abandon their connections with others, but also with 
themselves, in a form of domino effect. Care ethicists and psychologists discovered that in 
addition to the common ‘flight or fight’ response to stress, there is another ‘tend and 
befriend’ option: coming together for solidarity, support, and advice (Visse & Abma, 2018; 
Way et al., 2018). This care-ethical approach has brought us to where we are now, and is a 
fruitful way to approach co-production. Co-production of knowledge includes ethical 
responsibilities and relational reflexive work. Collaborative reflection on relational processes 
can help to understand different perspectives and offer solidarity. We want to add that ‘tend 
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and befriend’ is about a respectful connection with positive energy, in which people share a 
common understanding of the incidents that happened, and share a horizon and future 
perspective for change and action. 
 
We would finally refer to Thomas-Hughes (2018), who also had the courage to share her 
experiences with ‘ethically messy’ issues in co-produced research. She concluded her article 
with the message that the issues documented in her paper were small features of an 
ambitious project. As in our project, she did achieve a significant level of power-sharing and 
facilitated meaningful dialogues. 
 
Conclusion 
This article offers in-depth insight into the practice of co-production in mental health 
research and experienced epistemic injustice. It is an essential human value to feel 
recognised in the capacity to know and the right to create your reality. In mental health care 
research, epistemic injustice can occur as a result of power hierarchies and established 
relationships. Co-production with service-users implies a change in everyday routines and 
relationships of power, and can be met with hostility or withdrawal, which can deepen the 
crisis of connection in mental health care. This article reveals that the co-production of 
knowledge includes ethical responsibilities, and relational reflexive work can prevent 
disconnection and fragmentation. Care ethics is a source of inspiration to restore 
connections, and can generate energetic, creative, and innovative solutions that go beyond 
run-of-the-mill knowledge and ideas to better meet the needs of all service users in mental 
health care. The ‘tend and befriend’ option of response to crisis could give guidance for all 
involved in the co-production of knowledge. 
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In their contribution, Wiggins and Wilbanks (2019) discuss the rise of citizen science and 
elaborate on several ethical issues that go beyond standard approaches in research ethics. 
They rightly say that citizen science, in including the public in scientific research, relates to 
participatory action research and action research. They notice that this is no longer 
prominent in current forms of citizen science, which focus on involving the public in data 
collection and data analysis. We argue that participatory health research (PHR), which, in 
terms of Wiggins and Wilbanks (2019), emphasizes co-creation with rather than contribution 
of the public, may help to identify ethical issues that are not in the forefront, and to find new 
ways of dealing with them by focusing on relationships between citizen researchers and 
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Citizen science and participatory health research 
 
Lately, in the field of health (care) and medicine an increasing number of studies actively 
involve nonexperts, including members of the public, patients, and other service users. 
Central to the emergence of public and user involvement in research is the growing 
acceptance that academic researchers should not have a monopoly in doing research. Public 
and user involvement is a response to the need to produce practically useful and applicable 
knowledge. It is expected that users’ experiential knowledge and public responses will 
increase the relevance of research. Politically, the “participatory turn” has been spurred by 
social movements in the 1970s and 1980s, such as Disability Studies, that argued for the 
inclusion of marginalized voices in processes affecting people’s lives. Practically, it has also 
been made possible by digital technologies enabling collection and processing of data by 
“lay” or “citizen” researchers. 
 
Public and user involvement can take many forms. Our background lies in PHR, a 
participatory approach for health and social well-being striving for maximum participation, 
collective action among those involved, and local impact (Abma et al., 2019). PHR not only 
acknowledges the active contribution of research participants, but actively encourages the 
co-creation of knowledge. PHR challenges and redefines hierarchical power relations 
between researcher and researched, and places human relationships at the forefront of 
their work (Abma et al., 2009). Participatory health researchers explicitly work toward 
equality, social inclusion, and human flourishing and try to overcome what Fricker (2007) 
termed “epistemic injustice.” What further sets PHR apart from “conventional” research is 
that social change and empowerment are not just coincidental by-products, but are 
deliberately intended and planned for from the outset of the research process (Abma et al. 
2017). 
 
In PHR, boundaries between researchers and researched are less clear-cut, and trajectories 
are more emergent and unpredictable than in conventional research (Abma et al. 2009). This 
sometimes causes tensions with ethical review boards. Traditional principles such as 
consent, anonymity, privacy, and confidentiality are important in participatory research, but 
do not always fit. For example, in PHR the participants are active agents and often want to 
be recognized and given credit. In such instances anonymity and privacy are in conflict with 
the values of autonomy and agency of the participant. Moreover, traditional principles do 
not offer guidance on specific issues important to and encountered in the everyday practice 
of participatory research, such as power sharing, co-ownership, inclusion, and shared 
decision making. 
 
Guiding principles in participatory health research 
To deal with ethical issues specific for participatory research an international group has 
articulated ethical principles (ICPHR 2013) and gathered ethical cases to further develop the 
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moral sensitivity of participatory health researchers (Banks & Brydon-Miller 2019). On a 
general level the International Collaboration on Participatory Health Research (ICPHR 2013) 
has identified seven ethical principles for conducting PHR: (1) mutual respect; (2) equality 
and inclusion; (3) democratic participation; (4) active learning; (5) making a difference; (6) 
collective action; and (7) personal integrity. PHR raises distinctive ethical issues, especially 
everyday ethical challenges. Summarized, the most commonly experienced challenges in 
PHR relate to collaboration; sharing power; co-ownership of data; handling findings and 
impact; attribution of authorship; changing roles and relations; handling institutional ethical 
review processes; and collective organizing for change (Banks & Brydon- Miller 2019). 
 
The ICPHR (2013) has also developed ideas regarding use of these principles at the various 
stages of the research. In preparing and planning, researchers should consider questions 
such as “why work together?,” “who should be involved?,” and “what are the goals and 
expectations of the various parties?” In doing research, researchers should consider 
developing a working agreement, including communication with partners about ownership, 
shared control and use of data and findings, and whether and how to do a collaborative 
analysis. Finally, in disseminating research findings, researchers should jointly develop plans 
to share results and make them useful for practice. Making impact is also an issue to be 
discussed, including how various partners define the benefits of the research, and how to 
continue the working relationship and keep all partners involved. 
 
If we compare the ICPHR guidelines with the examples discussed by Wiggins and Wilbanks 
(2019), we can see that the latter focus on the stage of doing the research, and could 
perhaps pay more attention to collegial relationships (responsibilities of clearly 
communicating research progress and results) and issues of faithfully preparing, completing, 
and disseminating the work. 
 
Participatory reflection 
During their work participatory health researchers should be prepared to reflect on ethical 
issues in a participatory way. First of all, they should be aware that PHR in itself has a 
normative basis. It is guided by certain moral values and principles, and thus needs to be 
balanced and critically reflected upon in relation to other value commitments such as those 
of “citizens,” service users and stakeholders, and those reflected in protocols and guidelines 
of health care institutions. Given the intention to work collaboratively, the academic 
participatory researcher cannot just assume or announce the underlying values and 
principles of PHR; doing so would be authoritarian. Both academic researchers and co-
researchers need to be open to value stances other than their own and work dialogically and 
reflexively, in a search for mutuality and interconnections. Some participatory health 
researchers find inspiration in the ethics of care where relationality is key to ethical integrity 
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Participatory reflection is an appropriate way to deal with everyday ethical situations, in 
which both academic researchers and co-researchers can experience dilemmas. Reflection 
on dilemmas is an important way to foster moral awareness and create conditions for 
dialogue (Stolper et al., 2016). To illustrate this, we bring in an example wherein we 
reflected together with many stake- holders on the issue at stake. The example comes from 
the participatory health research projects Abma and Groot coordinate at the Centre for 
Client Experiences in Amsterdam (www.centrumvoorclientervaringen.com). The presented 
dilemma was brought in by Ruud van Zuijlen, a co-researcher. Ruud has multiple sclerosis 
(MS) and cannot use his hands and lower body. He uses a wheelchair and assistive 
technology. Ruud has been fully engaged in two participatory studies on the transition in 
Dutch health care from a client perspective, and spent his spare time in these studies, until 
the funding stopped. In 2018, we reflected in a session on ethical dilemmas with several 
stakeholders, including academic researchers and co-researchers with lived experiences. 
Ruud said he had experienced a painful period in 2018, because he missed the co-research 
activities, relationships, and being part of and contributing to societal and academic research 
in his life. He noted that the academic researcher had started another PHR study with 
another group of co-researchers on a new topic after the funding ended. His lived 
experiences were not related to the theme of that study, so he was not included in that 
team. He questioned the responsibility of all involved in his sad experience and asked 
himself: Do I want to repeat this experience another time? 
 
This issue led to various responses. The academic researcher admitted that she had been 
only slightly aware of this ethical issue, and expressed that she felt responsible for Ruud. 
Another academic researcher commented that joint research is not social work for service 
users playing the role of experts-by-experience, who may become dependent on the 
researcher for recognition, belonging, and meaningful work. The participatory reflection was 
uncomfortable for the co-researchers and evoked strong emotions among all. Yet it was 
helpful to talk about the issues, and to share experiences and views in an open way. In the 
end, the suggestion was made to establish a community network of co-researchers, in order 
to stay in contact after the research process has ended. The example shows that by sharing 
and reflecting collaboratively, the group became more aware of ethical issues around 




Wiggins and Wilbanks (2019) plead for a pluralistic ethics to entangle and address ethical 
issues in citizen science. We agree with this, and propose that a care ethics perspective may 
complement standard approaches, such as those based on the Belmont report. Experience 
with reflecting on ethical issues in PHR can be useful for addressing ethical issues in citizen 
science. A participative approach to ethical issues can offer new possibilities, by involving 
various stakeholders in dealing with dilemmas in practice. 
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General discussion 
This thesis focused on the understanding of the ethics in Participatory Health Research (PHR) 
and aims to contribute to the discussion and practice of ethical research in the field. It 
facilitated collaborative reflection in participatory studies in order to learn about ethical 
practice in action. The research question was twofold:  
1. What does it mean to practise PHR ethically? 
2. How can ethical PHR practice be strengthened?  
 
In this chapter I discuss the study approach and the lessons that could be drawn from this, 
and go on to summarize and discuss the main findings. 
 
Dynamic and emergent process of participatory inquiry 
To realize the research aim, in which learning, understanding, and improving are central, I 
went on a journey of practising PHR. I reflected in action in a dynamic and continually 
emergent process in which first-, second-, and third-person inquiry (Reason & Torbert, 2001) 
practices alternated. 
 
Level of inquiry Core Examples of methods 
First-person inquiry ‘I’ perspective: the self as both 




painting, and bricolages 
Second-person inquiry ‘We’ perspective: learning in 
collaboration with people  
One-to-one meetings (face-to-
face or by phone), working 
groups, collaborative auto-
ethnography (CAE), Open 
Space meetings 
Third -person inquiry Learning with people who 
would not meet each other in 
daily life (forums) 
Writing and sharing academic 
papers, books, reports in 
networks and communities  
Table 13: Summary of the methodology of this thesis. 
 
I started the journey (part I), as in many other studies, by making an inventory of what other 
scholars mean by ethical practice in the form of a literature review (chapter 2), and 
deepened my understanding of PHR and its origin in the Netherlands (chapter 4). I also 
reflected on, and evaluated ethical “cases with learning potentials” (Nussbaum, 2001; 
Ashcroft et al., 2005) in existing PHR studies (chapter 2). Through this third-person inquiry, I 
was able to learn with a broader international academic community, exchange ideas and 
cases in the literature about ethics in PHR, meet fellow researchers at conferences and 
annual meetings, and write articles and book chapters together with a range of other 
people. This type of study yielded many insights about ethics in PHR, but we did not improve 
practice. Since we are participatory action researchers, we were eager to develop a more in-
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depth understanding of the thesis topic by learning in action and found that we needed 
more than third-person inquiry. 
 
Later in my journey (parts II and III), I facilitated several PHR studies with different groups on 
various research topics and reflected on the ethical issues I experienced in my writing. This 
led to insights into what ethical PHR meant for me, and how I could strengthen my own 
practice in action. As PHR facilitator, I reflected together with my PhD supervisor on the 
process in the course of our studies, drawing on the literature to understand situations, and 
used these insights in the next phase of the thesis study. I explored the form of knowing that 
concerns people in relationships with others, and immediately used this knowledge in 
practice. I learned, understood, improved and learned, again together with others.  
 
I did not, however, practise what I preached: studying from A to Z ‘with’ the people who are 
subject of, and involved in, the study. I studied myself in relation to ‘them’, and university 
colleagues helped me with these reflections. Since egalitarian partnerships are essential in 
PHR, I felt that the collaborative part of inquiry with those who experience the issues was 
missing in my journey. I therefore finally started on three studies (part IV) in which I 
collaboratively inquired with co-researchers what ethical practice meant to each of us. These 
studies were deep learning experiences in action, in which I combined first-, second- and 
third-person inquiry. I focused on my own self-reflection (first-person inquiry), but co-
researchers also conducted self-reflection. In this self-inquiry, we gained a personal 
understanding of the underlying conflicts of values and accompanying feelings and shared 
these insights. In these themes, I also discussed how to handle and reflect again on these 
actions (second-person inquiry). In this dynamic process, I used theories and models from 
the international academic community to understand and articulate feelings, and deepen 
our insights, and shared and discussed them with an international community (third-person 
inquiry).  
 
In sum, I learned that a dynamic and continually emergent process of first-, second- and 
third-person inquiry was necessary to learn, understand, and improve ethical practice. So, 
there is a need for more than one approach to reflection and learning. Moreover, studying 
together with those who are subject of the study and with whom we could help to make a 
change in the subject of the study is a prerequisite for a deep learning experience. If I had 
studied others only, as a neutral observer, I would not have had the personal experience of 
relationships with other persons in PHR studies, nor encountered others in research 
relations and shaped ethical issues regarding power dynamics in partnerships. These 
experiences and actions informed me and the others with whom I studied, and by studying 
these, we collaboratively generated knowledge about PHR (co-) researchers’ work on 
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What does it mean to practise PHR ethically? 
 
Complexity  
One of the main findings of this study is that ethics in PHR is not a simple matter. It is not like 
a checklist, and there is no recipe for what ethical practice means (Brydon-Miller, 2012; 
Banks & Brydon-Miller, 2019). As we summarize in part I, in PHR, there are always ethical 
issues in relation to power dynamics, interpersonal relations in micro contexts, partnerships, 
and collaborations. Participatory research values egalitarian partnerships and mutually 
caring relationships, but these need to be developed and are often under pressure. Ethical 
issues arise on a daily basis, and as a participatory researcher, it is often necessary to 
respond in action in all cases with learning potential, as with this study. The practice is more 
unruly than the guidelines summarized in checklists. Many values, interests, and people are 
at stake, which creates dilemmas. For example, what should we do if the press stigmatizes 
people with whom you work in a study (chapter 3)? What should we do if there are constant 
tensions in a group between co-researchers (chapter 5), or co-researchers state that they 
are not being heard or acknowledged (chapter 9)? What should we do if a co-researcher 
shares a personal crisis with you on Friday at 9 p.m., leaving a message on your voicemail 
(chapter 8)? Or if you hear that co-researchers feel excluded when a PHR study stops and 
the funding has ended (chapter 10)? Reflection on these cases with learning potential made 
me and the co-researchers with whom I have worked extra aware of ethical responsibilities 
and accompanying work in PHR. It is not ‘doing ethics’ at the start of the study, or filling in 
the Ethical Board Commission forms. Ethical practice in PHR needs to be continually created, 
and it requires responsibilities and work to create space for experiences and perspectives of 
clients/service-users and other people whose life or work is at stake. 
 
Ethics work 
Ethics work (Banks, 2013; 2016; Banks & Brydon-Miller, 2019) is a concept that focuses on 
the embeddedness of ethical issues in daily practice. It describes the ethical responsibilities 
and accompanying work, such as creating an ethical practice in PHR. Sarah Banks developed 
the ideas related to ethics work in the field of social work, and argued that this kind of 
ethical work is embedded in everyday practice. She refers to work on ethical matters in 
aspects of everyday life (conversations, interactions, actions, demeanours, arguments, and 
so on). Banks (2016) describes the concept as follows: 
 
I am using the term ‘ethics work’ to refer to the effort people (in this case professionals) put 
into seeing ethically salient aspects of situations, developing themselves as good 
practitioners, working out the right course of action and justifying who they are and what 
they have done. Broadly speaking, ‘ethics’ relates to matters of harm and benefit, rights and 
responsibilities and good and bad qualities of character. I am using the term ‘work’ in this 
context to cover the psychological and bodily processes of noticing, attending, thinking, 
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In this study, my learning process started with ‘noticing’ what an ethical practice is (parts I 
and II), then interacting and performing how to create an ethical practice (part III), to finally 
initiating collaborative reflection on performing ethical practice (part IV). This ethics work 
was a major task for me as a facilitator of several PHR studies, embedded in practice. 
 
According to Banks (2016), ethics work consists of seven features: framing work, role work, 
emotion work, identity work, reason work, relationship work and performance work. 
Although in this study we experienced all seven features to create an ethical practice (Abma, 
2020; Groot & Abma, 2021), two features stood out, namely emotion work and relationship 
work. These two types of work are often invisible. 
 
Emotion work 
Emotion work is one of the features of ethics work related to the concept of emotional 
labour (Hochschild, 1979). Emotion work focuses on being caring, compassionate, and 
empathic, managing emotions, building trust, and responding to others’ feelings. In almost 
all the sub-studies forming part of this PhD study, these themes regarding to emotion work 
were at the heart of the ethics work. As an academic co-researcher, I was seeking how to 
work with the emotions of everyone involved in studies, including my own. 
 
For example, in a study with mothers who live in vulnerable situations (chapter 5), we 
discussed the structural factors of poverty, such having no paid work, low educational level, 
and poor health status with this group of co-researchers. By having conversations about 
these topics and conducting creative exercises, some mothers experienced emotional pain. 
It made some co-researchers silent and sad, and others became angry. At such moments, I 
was confronted with the emotions that I had triggered due to dialogue and study. I felt the 
responsibility to work with these emotions. In a reflective dialogue with the mothers about 
these emotions, they called their feelings gekwetste binnenkant [being hurt inside] 
(Spiesschaert, 2005, p.39; Suijs, 2012). Being oppressed and hurt inside is painful, generates 
anger, and leaves scars. It was therefore not easy to trust people, they said. In this study, I 
worked together with co-facilitator Marielle Schuurman, an artist. We collaboratively tried 
to find a way to visualize this feeling (see visuals chapter 5) together with the mothers. We 
made room for these feelings, and collaboratively found an object that represented their 
stories and accompanying feelings in words and creative concept and design. 
 
In another sub-study about emergency psychiatric care (chapters 7–9), we learned that 
emotion work is a task of the academic researchers and one of the other co-researchers. 
However, in the first phase of this study in psychiatric care, three of the six co-researchers 
told me that they were emotionally triggered by the topic of the study. In reflections after 
this study, one co-researcher said that the connection between her body and mind is broken 
in a crisis. In a crisis, she is only in “her head” and is unable to be empathic because she does 
not read the signals in her body, which makes it challenging to connect with others (chapter 
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8). A co-researcher in another study (chapter 5) told me that she did not have room and 
patience in the research sessions for other people because she was so stressed, hurt, and 
broken. So, being responsible for or attentive to others is not always possible for everyone 
at all times. 
 
Interestingly, because both co-researchers shared with me their insights into their emotional 
state, we started in-depth conversations about experiences with the other co-researchers on 
this relevant topic. So, sharing insights into personal emotions and their impact was an 
action that led to interesting topics of conversation and learning for all of us. We were able 
to use these insights in our interviews to connect with other people with lived experiences 
and have more in-depth dialogues.  
 
Finally, I also experienced personal emotions in the course of this PhD study. I also felt 
positive as negative energy in the sessions and interactions with co-researchers with lived 
experiences and other stakeholders – especially when people were angry, disappointed, and 
sad. As a researcher, I am not trained in the same way as care workers, social workers, and 
psychologists are to deal with clients’ or patients’ emotions. Nor do I see the co-researchers 
with whom I worked as clients. There were, however, more and other emotions involved 
than interaction with my colleagues, friends, and family. I found that an arts-based approach 
in these studies gave room for emotions, which worked positively on the energy in the 
groups.  
 
For instance, in the work with artists, such as Janine Schrijver (chapter 4), Marielle (chapter 
5), and co-researchers in the WorkPlace study (chapter 6) boundary objects (Star, 1989; 
Woodgate; Zurba & Tennent, 2017) were created. These objects represented the emotions 
of the co-researchers with lived experiences. Co-creating these artistic objects together with 
an artist and each other within the group gave another, more positive energy. I experienced 
the same energy in the creative (analysis) meeting in the co-research team in the study in 
psychiatric care. Although we did not collaborate with an artist, we used music, drawing (for 
example, Visual 11 in intermezzo D) and bricolages (Figure 3 in chapter 9) to express and 
exchange feelings, and to find other ways of knowing. These creative outpourings showed 
the deep emotions of loneliness, anger and sadness in crisis. Another example is the process 
of building the platform Centre for Client Experiences. Tineke and I used creative group 
assignments to collaborate and explore shared values, like a Tableau Vivant. The creative 
assignments made room for emotions that tell about what matters for people, about values, 
and about everything that is (too) challenging to put into words – a vital part of emotion 
work. 
 
In sum, the emotion work I conducted in this study consisted of the effort I put into seeing 
emotionally salient aspects in situations and working out the right course of (creative) 
action. It was the psychological and bodily processes of noticing, attending, thinking, 
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interacting, and performing. The use of creativity and arts-based approaches, by a 
researcher, or in collaboration with artists, is an essential approach for emotion work. 
 
Relationship work 
Ethical PHR also concerns relationship work that focuses on shaping, connecting, facilitating, 
and engaging in partnerships and sustaining them for the long term. In PHR, the term 
‘partnership’ is used in a broad sense to cover all kinds of relationships, both formal and 
informal. Usually, these are ‘collaborative’ relationships, involving people working together 
to achieve shared goals. Such relationships involve ‘building and maintaining trust’, ‘reading 
each other’, ‘seeing each other as persons’ and ‘connecting’. A PHR partnership’s most 
important feature is that it involves a dialogic, respectful, and valued relationship, rather 
than a (written) contract (see chapter 2). 
 
Building the Centre for Client experiences (CvC in Dutch) was an example of relationship 
work. We built long-term relationships with the people involved, and we worked hard to 
maintain them. This kind of relationship work was not the most straightforward. Working 
according to the ethical guidelines of the ICPHR (2013b), such as ‘equality and inclusion’ and 
‘democrative participation’, with a multidisciplinairy group of people from different 
professions, backgrounds and lived experiences was enjoyable and fruitful (see all Figures in 
this thesis), but challenging. We, Tineke and I, frequently asked ourselves if we should 
continue, if we were able to continue, and how we could inspire others to stay connected. A 
way to build relationships was to celebrate crucial moments and have fun with each other 
during meetings. The effort to collaboratively set the agenda of participation in different 
settings, places, and institutions, and connect with people eager to learn, was an extra part-
time job. 
 
In the sub-studies, most examples of relationship work focus on moments in which 
relationships were under pressure. For instance, in one PHR-study (chapter 3), a relationship 
was carefully built up over a year with child co-researchers. This came under pressure 
because a newspaper portrayed those with lived experience in a poor light. Another 
example (chapter 2), is the time when co-researchers were disappointed owing to seemingly 
simple practical arrangements. Organizing financial reimbursement took me months and a 
considerable effort because I worked in a system that is not accustomed to participatory 
research studies. In both examples, it entailed work to re-shape, re-connect, and re-engage 
co-researchers to sustain long-term partnerships. 
 
In this study, we see that openness and creativity are vital in connecting. For example, in a 
study with people without a job (chapter 6), we were eager to involve relevant policy-
makers in the topic of the study (social services). We, therefore, explicitly invested in 
relationship work. We started with a group session with policy-makers in which participants 
were invited to share personal stories related to the topic of research. Half of the group had 
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a personal history with experiences of being unemployed or with psychiatric issues. 
Interestingly, this session was the first in their whole working life in which they exchanged 
experiences like this with colleagues. This session was an excellent way to nurture relations 
with each other.  
 
Later in this study (chapter 6), we organized a two-hour performance with arts-based 
objects and an artwork exhibition. This artwork was created by the co-researchers and 
represented the co-researchers’ emotions regarding their experiences with social services 
(emotion work). We discussed the art in a plenary session and small informal groups. Most 
of them were moved by the co-researchers’ presentations and inevitably became involved in 
the co-researchers’ themes. This relationship work included connecting people from 
different fields, different lifeworlds, other ideas, and different experiences. It not only 
concerned the practical issues of organizing the sessions, but also the effort we put into 
seeing (potentially) ethically salient aspects in engaging everybody in a ‘good’ way. For 
example, the work in which co-researchers were seen and heard, and that policy-makers 
were welcome and not criticized as individuals. It also concerned interacting and performing 
work and the focus on the sustainability of these relations. 
 
I end with an example that illustrates that long-term relationships call for attention for those 
involved, and also implies responsibilities for researchers and their institutions. In this PHR 
study, we worked for six years with a small group of co-researchers in a more intense 
fashion. One of them told me in 2019 that he had experienced a painful period in the 
previous year. The funding for the project we worked on together from 2014 had ended. He 
missed the co-research activities, relationships, and contribution to social and academic 
research in his life. The academic researcher and others in the group had started another 
PHR study with a partly new group of co-researchers on a new topic, which was not related 
to his personal life and experience (chapter 10). We discussed the ethical responsibilities of 
academic co-researchers and co-researchers with lived experience when the funding stops. 
Is it enough to be empathic and respond to these co-researcher’s emotions about the end of 
a research partnership? Or do universities, which want to focus on social impact, have the 
responsibility to do more? For example, to create a platform for (ex-)co-researchers who 
work voluntarily to belong, meet others, and possibly (re)connect with other PHR projects? 
 
Epistemic justice  
In this study, we learned, experimented, and practised ethics work, as described above and 
in Groot and Abma (2021) and Abma (2020), with the focus on emotion work and 
relationship work. We also regularly reflected on the seven general ethical principles of the 
International Community of Participatory Health Research (ICPHR) (see Table 1 in the 
Introduction) in co-research teams. In this study, we also learned that people with lived 
experiences (experiential knowledge) were not only silenced in their daily lives but, 
unfortunately, also in our PHR study. 
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A situation in which people with lived experiences are silenced could be seen as epistemic 
injustice. Epistemic injustice is a concept defined by Miranda Fricker (2007; 2013), denoting 
a situation in which people are wronged in their capacity as knowers. The concept captures 
the kind of discrimination arising when unfair biases cause people to underestimate the 
credibility of the knowledge of people from often socially disadvantaged groups. Some 
people are seen more or less as non-credible knowers because of a negative identity and 
prejudicial stereotypes in health care (Carel & Kidd, 2014), and especially in psychiatric care 
(Crichton, Carel & Kidd, 2017). In many PHR studies, as described in chapter 5, people with 
experiential knowledge often feel wronged in their capacity as knowers in their daily life in 
interaction with health professionals – as, for example, when professionals do not listen to, 
or consider acting on the basis of the experiential knowledge of a patient or service-user. 
 
In PHR, people with lived experiences are included as co-researchers, but this does not mean 
that epistemic justice occurs. For example, although we were keen on practising ethically in 
all studies, in one study in psychiatric care, we found that academic interactions between 
stakeholders and tight deadlines led to epistemic injustice of co-researchers with lived 
experiences (chapter 9). Co-researchers felt that their capacity as knowers was sometimes 
undervalued and that their stories were not deemed worth listening to. For example, they 
felt wronged in their capacity as knowers when they thought they were not heard in the 
dialogue session with professionals and academic researchers in the reporting phase 
(testimonial injustice). The written academic culture resulted in a situation in which a co-
researcher with dyslexia felt like she lacked the resources neccesary to exchange and 
interpret her experiences (hermeneutic injustice) (Fricker, 2013). 
 
In this study, I often invested considerable time in creating communicative spaces (Kemmis, 
2008). These are spaces with a ‘good vibe’, in which openness and respect are central 
values. Communicative spaces are a prerequisite for engagement in the meaningful critical 
dialogical processes that are central to PHR (Abma et al., 2019). These spaces could facilitate 
people to witness their experiences in a safe environment, focusing on testimonial justice. In 
addition, communicative spaces could be places where people with lived experiences make 
sense of their own experiences, and those of a group of people in the same situation 
(hermeneutic justice). As we saw in chapter 5, by developing their own story and a collective 
one, in a communicative space, voices are less quickly silenced. It helped that we recorded 
these stories in booklets, a movie, and a statement. 
 
Scholars, among others Glass and Newman (2015), state that participatory research is a way 
to fight against epistemic injustice. I do, however, agree with Godrie and colleagues (2020) 
that the relationship between participatory research and the reduction of epistemic 
injustices is not obvious. These scholars state that in order to establish more horizontal 
relationships between the different types of knowledge and those who possess them, their 
holders require constant attention, especially when researchers are not being trained for 
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this. Therefore, they developed a self-assessment tool for research teams to reflect on 
epistemic injustice in participatory studies. 
 
In sum, as Brannelly (2018) states, epistemic justice is an essential responsibility for 
everyone in making research (more) participatory. Doing so is necessary because the 
complexity of problems in health care needs different types of knowledge. If we do not have 
access to different views to co-create ‘outside-the-box’ solutions, it will be hard to make a 
difference. Acknowledging and understanding epistemic injustice, detecting instances of 
epistemic injustice (Dieleman, 2015), giving room for experiences of epistemic injustice and 
creating openings for emotions it generates, could be seen as crucial for ethically PHR. 
 
All the lessons in this thesis are focused on ethics in PHR. In practice, I work on the edge of 
other fields of participatory approaches. In my view, the basic lessons encapsulated in this 
thesis can be transferred to public and patient involvement (PPI) in research, citizen science 
(see chapter 9), and co-creation with people in vulnerable situations (see chapter 5). 
Awareness of epistemic injustice, doing invisible ethics work, and learning in CoPs about PPI 
in research, in general, seems a way forward in the ethics of all these inclusive approaches to 
research and design. 
 
How can ethical PHR practice be strengthened? 
 
Participatory reflection by first-, second- and third-person inquiry 
As I stated earlier, my learning experience in this study was a dynamic and continually 
emergent process of first-, second- and third-person inquiry. This was a process necessary for 
me to strengthen my ethical PHR practice. I learned in action about ethics work at a more 
conscious level, and I became aware of epistemic injustice in PHR processes. I could say that 
strengthening ethical PHR practice needs a combination of first-, second- and third-person 
inquiry – more than one approach to reflection and learning. So, the methodology adopted 
in this thesis seemed to be a consistent approach to participatory reflection on ethics, roles, 
and responsibilities in PHR, strengthening PHR practice. It demands reflection at different 
levels of inquiry and with various partners, from academic researchers, co-researchers with 
lived experiences, other stakeholders to critical friends who join a study. 
 
There is no need for every PHR researcher to conduct a PhD in order to strengthen ethical 
practice, although including structural approaches to ethical reflection due to first-, second- 
and third-person inquiries in PHR processes could strengthen PHR. The existing methods of 
ethical reflection, like dilemma cafes (CSJCA, 2015), the Structured Ethical Reflection (SER) 
framework for ethical reflection (Brydon-Miller, 2012; Brydon-Miller, Rector Aranda & 
Stevens, 2015) and the Self-Assessment Guide on Epistemic Injustices and Participatory 
Research (Godrie et al., 2020) are focused on second-person inquiry. All three methods focus 
on sharing and discussing ethical dilemmas or evaluating the process of research from 
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different perspectives. The compass of Issues of Caring within Co-research Teams from a 
Lens of Ethics of Care (chapter 8) could also be used to reflect on ethics. 
 
Apart from second-person inquiry in ethical reflection, this thesis showed that first-person 
inquiry could complement moral reflection. By adopting journaling and arts-based 
approaches (Gergen & Gergen, 2010), academic co-researchers and co-researchers with 
lived experience could creatively self-reflect on issues. It is a way to understand underlying 
conflicts about values and the accompanying feelings. In this study, I developed competence 
in morality and created knowledge in, by, and in reflection on action. Brydon-Miller (2008) 
describes how person inquiry makes researchers aware of their core values, which allow us 
to respond to unexpected ethical challenges or issues. She states: “Questioning how gender, 
race, class, educational attainment, sexual orientation, disability status, age and other 
aspects of our identity influence our own experience of and response to power and privilege 
is an important precursor to any engagement as action researchers…” (p. 215). Journaling, 
photovoice, creative writing, or making bricolages could help in this first-person inquiry. 
 
Finally, reflecting on ethical issues could be undertaken with the (international academic) 
community with whom you do not regularly meet in person (third-person inquiry). This 
community provides theory and concepts which could stimulate reflection and deepen 
insights into ethical issues. In this thesis, a central concept was epistemic injustice. In 
addition, other concepts such as horizontal violence (a.o. Freire, 1970 [1968]), empathy wall 
(Hochschild, 1979; 1995), the five stages of second-generation ethics of care (Tronto, 2013), 
and political listening (Mitchell et al., 2017) helped to strengthen my ethical practice. Apart 
from theories and concepts, the Banks & Brydon-Miller handbook (2019) provides cases for 
third-person reflection on others’ moral issues. 
 
Impact of ethical reflections and actions 
This study showed that reflection with others on ethical dilemmas is a delicate and fragile 
matter, especially when there are interpersonal issues. These could have a significant impact 
on the lives of co-researchers and are not always easy to discuss. A lesson in this journey is 
that I was made to feel forced to get outside my comfort zone to reflect on issues together 
with people directly concerned. Co-researchers with lived experiences also experienced this 
from their perspective. In academic-led PHR, the academic co-researcher can and must 
choose to deal with things ethically and runs into systems, one’s own judgments, 
personality, and vulnerabilities. Choices could have significant implications for co-
researchers with lived experiences who work voluntarily in the study. 
 
By sharing vulnerable experiences, sometimes relating them to concepts from the literature, 
but mostly by listening to each other in second-person inquiry, I gained insights that had a 
profound impact on partnerships with co-researchers and other stakeholders and my own 
behaviour as a PHR researcher. Having the courage to express deeper emotions, and react to 
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each other from everyone’s perspective, yielded many insights. It allowed us to experience 
ethical issues from different perspectives and identify what is important to us. It also gave us 
a direction for new actions in further collaboration, such as paying attention to shared 
responsibilities in caring for each other, and self-care (chapter 8), attention to epistemic 
justice (chapters 3, 5 and 9) and approaches to focus on the post-research phase and the 
partnership with co-researchers in this phase (chapter 10). 
 
Communicative spaces with attention for all kinds of knowledge 
Finally, this study taught us about a few prerequisites for participatory reflection in 
action. Two Communities of Practice (CoPs) were essential in this study, namely the 
International Collaboration of Participatory Health Research (ICPHR) and the Centre for 
Client Experience (CvC). Both communities were focused on a different approach to 
reflection. The first, a purely academic one, concentrated mostly on third-person inquiry and 
reflection. In this community, I discussed theories and concepts relating to ethics in PHR, and 
reflected in an analytical way on ethical issues. The second, the CvC, is a more participatory 
CoP in which academic co-researchers as well as co-researchers with lived experience as 
professionals with different backgrounds and positions, learned together. A 
recommendation of this study is therefore to structurally organize CoPs in universities or in a 
nation-wide platform, in which academic co-researchers, co-researchers with lived 
experiences and other stakeholders can learn together and reflect on ethics in the course of 
their study. This is a way to embed ethics of PHR in practice in, for example, participatory 
PhD studies. 
 
Both CoPs provided a safe communicative space for participatory reflections. This space was 
created first by a process of creating the vision, mission, and values of the CoPs by the 
participants themselves in a participatory process. Second, facilitators conducted a great 
deal of ethics work in these CoPs, with attention to epistemic justice. Although this work was 
not always effective, and I learned by doing, I now practise what I preached. In the practice 
of PHR and reflecting on ethics of PHR, I worked with the same ethical values used in our 
research studies. Only by acting, I can learn how to improve. For learning, I needed others, 
and critical theories and critical friends (cf. Kember et al., 1997) to challenge my way of 
thinking about a subject. 
 
In sum, I learned that it is not easy to give only one answer and that it is not about 
formulating a solution but rather a collaborative process of learning, and a collaborative 
process of change. Enhancing ethical practice in PHR means asking each other reflective 
questions, challenging each other to share reflections, and bringing different forms of 









I would finally like to say that the ‘ethically messy’ issues documented in this thesis were 
small features of an ambitious project. I achieved a significant level of power-sharing and 
facilitated meaningful dialogues. This thesis revealed that some challenging aspects of 
participatory research are seldom addressed in academic publications. I addressed many of 
them in this thesis and hope that it gives other participatory researchers insights, 
acknowledgment, and a boost to continue their essential work in their research practice. 
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English 
Patient and public involvement (PPI) and Participatory Health Research (PHR) continue to 
grow in popularity, based on the normative idea that people, whose life or work is the 
subject of research, have the right to participate in it. Many scientists recognize the 
importance of involving people with experiential knowledge in research, but there is limited 
attention to ethical participation in practice.  
The standards and protocols of ethics in institutions such as medical universities, used by the 
Ethical Commission Boards (ECBs), are generally traditional. They follow the biomedical and 
positivist standards for navigating an ECB application and obtaining approval. Concepts 
fundamental to PPI and PHR, such as co-ownership, collaboration, and shared decision-
making, do not fit the traditional research approach. Academics often treat ethics as a 
checkbox at a start of a study. It is not a topic that is continuously addressed during the 
research process. 
To address the complexity of participatory research, the ICPHR – an international 
collaboration of academics – drew a set of ethical principles for participatory researchers for 
the ECBs and participatory research teams. But what does it mean to practice PHR ethically? 
And, how can we strengthen the ethical nature of participatory research work? These 
questions were the start of a reflective journey for me, Barbara Groot, as a participatory 
researcher, aiming to understand and improve ethics in participatory research. In my 
journey, I continuously reflected on ethical issues and the moral challenges I encountered; in 
action, as I call it in this thesis. For this, I used first-, second-, and third-person inquiry; three 
different forms of action research in which I conducted self-research, collaborative research 
with co-researchers in our PHR research projects, and learned together with the 
international community. 
This study shows that ethical issues arise at the everyday level in PHR, especially in 
partnership, power, and collaboration. Dealing with these moral dilemmas requires much 
invisible work that is often not described in a research proposal, budgeted for, or seen as an 
official role or responsibility of a traditional scientific researcher. Reflections from me, an 
academic co-researcher, and co-researchers with lived experiences, illustrate that this ethics 
work is crucial for ethical practice. 
The study findings show that the ethical work in PHR mainly focuses on two types of ethics: 
emotion work and relationship work. First, emotion work is about being caring, 
compassionate, and empathetic, dealing with your own and others’ emotions, building trust, 
and responding to others’ feelings. This study showed that emotion work, inspired by the 
theory of care ethics, is a shared responsibility in a team of co-researchers. Sharing the 
responsibility to care for, care that, and care of, is essential, including self-care. Creating 
communicative spaces and arts-based methods contributes to emotion work and increases 
ethical practice in PHR. Second, relationship work involves forming, connecting, facilitating, 
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and forging partnerships and maintaining them for the long term. The most crucial lesson in 
this study is that a creative and arts-based approach to research can create, deepen, 
strengthen relationships, and support them in relationship work. 
Although the academics who worked on the studies included in this thesis aimed to work 
most ethically, this study showed several examples of experienced epistemic injustice in co-
researchers with experiential knowledge. Epistemic injustice is a well-known pitfall in 
involving people with experiential knowledge but can also occur in PHR – sometimes subtly 
and sometimes overtly. Epistemic injustice means that co-researchers with experiential 
knowledge are not always heard or that their knowledge is not valued or used. The 
underlying cause is in prejudices and frames about what valuable knowledge is and who has 
it. Putting epistemic injustice on the agenda in research, and creating platforms that 
contribute to epistemic justice, can be seen as a critical step towards ethical practice. 
In sum, ethics is an everyday issue in PHR, not only ECB approval obtained at the start of an 
investigation. The current master's or PhD curriculum pays little attention to the ethics of PPI 
or participatory research. Becoming aware of the ethical issues of participatory work, and in 
PHR specifically, is essential to achieve the main goals of inclusion and empowerment.  
Finally, Communities of Practices (CoPs), such as the Centre for Client Experience and 
International Collaboration of Participatory Health Research (ICPHR), provide a safe place to 
learn about ethics and PHR and encourage reflection and action. Therefore, one 
recommendation of this research is to place PHR and PPI's ethics in research on the 
academic agenda and organize CoPs structurally in universities or a national platform. This 
study also recommends including academic co-researchers, co-researchers with experiential 




Participatie van burgers, patiënten of cliënten in onderzoek en participatief actieonderzoek 
(PAR) blijft in populariteit toenemen. Een verklaring is dat steeds meer mensen vinden dat 
diegenen, wiens leven of werk het onderwerp van onderzoek vormt, het recht zouden 
moeten hebben aan dergelijk onderzoek deel te nemen en dit (mede) vorm te geven. Dit 
kunnen burgers, patiënten of cliënten zijn, maar ook bijvoorbeeld medewerkers in zorg en 
welzijn. Steeds meer wetenschappers erkennen het belang van betrokkenheid van mensen 
met ervaringskennis in onderzoek. Echter, de aandacht voor de ethische vragen die ontstaan 
bij het betrekken van de doelgroep bij onderzoek, is in de praktijk nog beperkt. 
De bestaande normen en protocollen op het gebied van ethiek in instellingen, zoals die van 
de Medisch Ethische Commissies (METC’s) van (medische) universiteiten, passen niet bij 
participatie in onderzoek en participatief actieonderzoek. Dat komt omdat in METC’s over 
het algemeen de biomedische en positivistische normen worden gevolgd voor het verkrijgen 
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van goedkeuring. Concepten zoals mede-eigenaarschap, samenwerking en gedeelde 
besluitvorming, welke fundamenteel zijn voor participatie en participatief actieonderzoek, 
passen niet in de huidige aanpak van de METC. Daarnaast is het onderwerp ethiek in de 
meeste onderzoeken slechts een checkbox bij de start van een onderzoek in een 
onderzoeksvoorstel voor een subsidiegever en het verkrijgen van goedkeuring van de METC. 
Participatie is geen thema waaraan onderzoekers tijdens een onderzoeksproces 
vanzelfsprekend doorlopend aandacht aan besteden. Om in te spelen op de complexiteit van 
participatie en participatief onderzoek, en de ethische kwesties die op dit gebied kunnen 
ontstaan, is voor participatief onderzoekers en de METC een reeks ethische principes 
opgesteld. 
Dit onderzoek focust zich op de vraag wat ethisch participatief onderzoek eigenlijk is, en hoe 
een ethische aanpak van participatief onderzoek versterkt kan worden. Wat zijn ethische 
dilemma’s in de praktijk bij de beoefening van participatief actieonderzoek? En hoe moet je 
daarmee omgaan? Wat is ‘goed’ participatief onderzoek? Deze vragen vormden het begin 
van een reflectieve reis voor mij, Barbara Groot, als participatief onderzoeker. Een reis die 
gericht was op het begrijpen van ethiek  en diens toepassing in participatief onderzoek. 
Daarnaast had de reis ook tot doel het verbeteren van de toepassing van ethisch handelen 
binnen in mijn eigen onderzoek. Tijdens mijn reis reflecteerde ik continu op ethische 
kwesties en de morele uitdagingen die ik tegen tegenkwam. In noem dat in mijn proefschrift 
‘in actie’. Ik gebruikte in mijn onderzoek first-, second- en third-person inquiry. Dit zijn drie 
verschillende vormen van actieonderzoek waarin ik 1) zelfonderzoek deed, 2) gezamenlijk 
onderzoek deed samen met co-onderzoekers in de participatieve actieonderzoeken die we 
deden, en 3) ook samen leerde met de internationale (academische) gemeenschap als een 
community. 
Deze studie laat zien dat ethische kwesties in participatief actieonderzoek op een alledaags 
niveau voorkomen, vooral rondom thema’s als partnerschap, macht en samenwerking. Hoe 
om te gaan met deze morele dilemma's vraagt veel onzichtbaar werk. Daarmee bedoel ik 
werk dat veelal niet in een onderzoeksvoorstel wordt omschreven, noch wordt 
gebudgetteerd, noch wordt opgevat als een officiële taak of verantwoordelijkheid van een 
wetenschappelijk onderzoeker. Reflecties van mij als participatief actieonderzoeker, maar 
vooral ook van co-onderzoekers met ervaringskennis, illustreren dat dit ‘ethisch werk’ 
cruciaal is voor de ethische praktijk van participatief onderzoek. 
De studie wijst uit dat het ethisch werk in participatief actieonderzoek in de praktijk vooral 
gericht is op twee soorten werk: emotiewerk en relatiewerk. Emotiewerk draait om 
zorgzaam, medelevend en empathisch zijn, omgaan met emoties van jezelf en anderen, 
vertrouwen opbouwen en reageren op de gevoelens van anderen. Deze studie leert dat 
emotiewerk, geïnspireerd op de theorie van zorgethiek, een gedeelde verantwoordelijkheid 
is in een team van co-onderzoekers. Het delen van de verantwoordelijkheid om te zorgen 
vóór, zorgen dat en zorgen om is essentieel, inclusief zelfzorg. Het creëren van 
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communicatieve ruimtes door met creatieve en op kunsten gebaseerde methodes te 
werken, draagt bij aan het doen van emotiewerk. Ze bieden ruimte voor het uiten van 
emoties. Relatiewerk heeft betrekking op het vormen, verbinden, faciliteren en aangaan van 
partnerschappen en deze voor de lange termijn in standhouden. De belangrijkste les in dit 
onderzoek is dat ook bij relatiewerk, een creatieve en arts-based aanpak van onderzoek 
relaties kan creëren, verdiepen en versterken. 
In de studies die in dit proefschrift beschreven zijn, trachtten alle betrokken onderzoekers, 
inclusief ikzelf, zo ethisch mogelijk te werken. Echter ook tijdens deze studie zijn diverse 
voorbeelden aan te wijzen van ervaren epistemisch onrecht. Epistemisch onrecht is een 
bekende valkuil bij het betrekken van mensen met ervaringskennis. Het betekent dat co-
onderzoekers met ervaringskennis niet altijd worden gehoord, of dat hun kennis niet altijd 
op waarde wordt geschat of benut. Dit kan soms subtiel maar ook soms duidelijk naar voren 
komen in de praktijk. Oorzaak zit in vooroordelen en frames die bestaan over wat 
waardevolle kennis is, en wie waardevolle kennis heeft. Epistemisch onrecht agenderen in 
onderzoek, en platforms creëren die bijdragen aan epistemische rechtvaardigheid, kunnen 
worden gezien als een kritische stap voorwaarts naar ethische praktijken. 
Samenvattend, dit onderzoek wijst uit dat in participatief actieonderzoek ethiek een 
dagelijkse kwestie is; niet alleen een paragraaf in een voorstel, en een goedkeuring van de 
METC voor de start van een onderzoek. Het huidige master- of PhD-curriculum besteedt 
weinig aandacht aan de ethiek van participatie of participatief onderzoek. Zich bewust 
worden van ethische kwesties van participatief werken, en in PHR specifiek, is essentieel om 
de belangrijkste doelen, namelijk inclusie en empowerment, te bereiken. 
Ten slotte, leergemeenschappen, zoals het Centrum voor Cliëntervaringen en de 
International Collaboration of Participatory Health Research (ICPHR), bieden een veilige plek 
om te leren over ethiek en participatief actieonderzoek, en stimuleren reflectie en actie. Een 
aanbeveling vanuit dit onderzoek is dan ook om ethiek van participatief actieonderzoek en 
participatie in onderzoek meer op de agenda te zetten in de onderzoekswereld. Daarnaast 
adviseer ik op basis van mijn onderzoek om leergemeenschappen op dit thema structureel 
te organiseren binnen universiteiten of in een landelijk platform. Belangrijk hierbij is dit 
samen met een diversiteit aan co-onderzoekers uit de academische wereld, co-onderzoekers 
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Insights from a reflective journey
Barbara Groot
Patient and Public Involvement (PPI) and Participatory 
Health Research (PHR) are becoming increasingly 
important. In practice, limited attention is paid to the ethics 
of participatory approaches. In general, current standards 
and protocols of ethics in institutions are conventional 
and based on the biomedical and positivistic standards for 
navigating an Ethical Commission Board application and 
obtaining approval. 
What does it mean to practice PHR ethically? And how can 
we strengthen the ethical nature of participatory research 
work? These questions were the start of a reflective journey in 
which the topic of participatory research ethics was studied. 
This thesis addresses the concept of ‘ethics work’ and the 
vital role of ‘community of practices’ to collaboratively learn 
about ethics.
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